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7. PERSONAL STUDY PLAN
1.1 PRACTICE DOSSIER
1.1.1. Clinical Practice since Qualification
October 1992 - September 1994
Riverside Mental Health Trust
Grade A
Learning Disability Specialty - 4 days
Groupwork Sexuality and Relationships
Emotion Expression and Recognition 
Social Skills
Training Self-Injurious Behaviour
Observation and Recording 
Transitions 
Counselling Skills 
Goal Planning
Forensic Specialty - 1 day
Groupwork Women's Group
Stress Management Group
Training Anger Management 
Stress Management
October 1994 - present
Lifecare NHS Trust 
Grade A
Learning Disability Specialty - Full time
Groupwork Women who have been Sexually Abused 
Anger Management 
Social Skills
Training Self-Injurious Behaviour
Autism and Asperger's Syndrome
Skill Building
Principles of Normalisation 
Behavioural Interventions
1.1.2. Professional Training since Qualification
1992
BPS Conference
1993
Systemic Thinking
10-week course (half-day per week)
Riverside Health Authority
1993/4
Schema Based Cognitive Therapy 
10-week course (half-day per week)
Riverside Health Authority
Dec. 1993
Expert Witness Testimony 
1 day
David Carson, Portsmouth 
19.103 A
Autism Study Day
CPCPDC (Clinical Psychology Professional Development Committee)
S 3 95 -9  3.95 
Supervisor’s Workshop 
Surrey University
23.3.95
Sex Matters 2 
Kings Fund
28.3.95
Understanding and Caring fo r  Aging People with Learning Disabilities 
Institute of Public Health
19 1.96
Investigative Interviewing 
RESPOND
2
21 . 2.96
Working with People with Learning Disabilities who Offend 
CPCPDC
12 . 3 . 9 6 -  12 . 3.96
Working Creatively and Therapeutically to Support People with Learning 
Disabilities who have been Sexually Abused 
Sex Education Team, Horizon NHS Trust
22 . 3.96
Witnessing, Protesting, Nurturing 
RESPOND
10 . 12 . 9 6 -  11 . 12.96
Working with People with Autism: Addressing Challenging Behaviour 
National Autistic Society and the Inge Wakefield Trust
95 .97
Older Adults with Learning Disabilities 
South East Institute of Public Health
9 . 9.97 
Signalong
Speech and Language Therapy Department, Lifecare NHS Trust
1.1.3. Specialist Clinical Supervision since Qualification
Inge Hudson
Specialist Group Analytic Psychotherapist
Riverside Mental Health Trust
1993/4
{
Helen Kennerley 
Specialist Cognitive Therapist 
Riverside Mental Health Trust 
1993/4
Lorraine Millard 
Creative Therapist
Sex Education Team, Horizon NHS Trust 
1996/7
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14.4. Published Work
Adshead, H.J. (1991) Guidelines for Successful Relocation. Nursing Standard, Vol. 5 
(28), pp. 32-35.
Burgess, A., Flint, J. & Adshead, H. (1992) Factor Structure of the Wechsler Adult 
Intelligence Scale - Revised (WAIS-R): A Clinical Sample. British Journal o f Clinical 
Psychology, Vol. 31 (3), pp. 336-338.
JL2LACAKEMICLP.QSSIER 
L2JL Critical ReyiesLQne
Cognitive-Behavioural Approaches to Anger and Aggression in People with 
Learning Disabilities.
Aggressive behaviour is perhaps the greatest challenge to current services for people with 
learning disabilities, with consequences for the individual, peers, carers and services. 
Behavioural techniques for aggressive behaviour in people with learning disabilities have 
been criticised on a number of fronts i) the ethical debate has led to the adoption of the 
principle of the least restrictive alternative’, which in turn may have compromised the 
effectiveness of behavioural treatments, ii) the generalisation and maintenance of these 
treatments outside the treatment setting has been criticised, iii) the applicability of the 
techniques to the community setting, when many were developed in institutions has also 
been questioned. In order to address these shortcomings, some researchers have begun to 
investigate the efficacy of cognitive-behavioural procedures. The review will critically 
evaluate the literature in this field as applied to aggressive behaviour in this client group.
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1.2.2. Critical Review Two
Assessment and Diagnosis of Alzheimer’s Disease in Down Syndrome
Improved healthcare has lead to increased life expectancy in those with Down Syndrome. 
Subsequently, the problems associated with precocious ageing in this population have 
become apparent. In particular, adults with Down Syndrome have been shown to develop 
Alzheimer’s Disease at an earlier age. The vast majority of adutls with Down Syndrome 
over the age of forty years show the neuropathological signs associated with Alzheimer’s 
Disease, although a smaller proportion develop the clinical signs of this disease. The 
assessment and diagnosis of Alzheimer’s Disease in Down Syndrome is important in order 
to understand fully the nature and extent of the problem, and in turn for establishing the 
needs of this population. Services may then be planned to provide for this population. The 
review will critically evaluate the current literature on assessment and diagnosis in this 
field.
1.3 CLINICAL DOSSIER
An Evaluation of a Reminiscence Group for Older Adults With a Learning 
Disability.
With advances in healthcare, there is a growing population of older adults and older adults 
with learning disabilities. This latter population has been largely neglected in terms of 
therapeutic intervention. Reminiscence therapy has been used extensively with older adults, 
but to a limited extent with older adults with learning disabilities. A Reminiscence Group 
for older adults with learning disabilities will be evaluated in terms of its therapeutic effects 
on self-concept, self-esteem, life satisfaction, depression and cognitive fonctioning.
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L4.1JPissertation submitted as partial requirement for the qualification of MSc in 
Clinical Psychology.:-1992
Investigation into the Acceptability and Perceived Effectiveness of Alternative 
Interventions for Self-Injurious Behaviour in People with Learning Disabilities
1.4.2. Research Study
Personality Characteristics of People with Learning Disabilities who show 
Unacceptable Sexual Behaviour
Rationale
Some authors have reported an increased incidence of sexual offending in the learning 
disabled population. However, little systematic research into the characteristics of this 
population has been conducted leading to a blanket approach in intervention rather than 
targeting individuals. In this study, the common language version of the California Q-Set 
(Caspi, Block, Block et ah, 1992) will be used to investigate the personality characteristics 
of a sample of 41 people with learning disabilities, highlighted from an NHS residential 
facility or a Social Services day care facility, who show unacceptable sexual behaviour. 
Factor analysis will be used to determine the types of personality which exist in this 
sample. Discriminant function analysis will be used to investigate the demographic, 
adaptive functioning and personality variables which discriminate between individuals 
showing different types of unacceptable sexual behaviour, those showing behaviour 
directly involving a victim and those showing behaviour not directly involving a victim.
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ACADEMIC DOSSIER
LITERATURE REVIEW ONE
COGNITIVE-BEHAVIOURAL APPROACHES TO 
ANGER AND AGGRESSION 
IN PEOPLE WITH LEARNING DISABILITIES
7
2.1. INTRODUCTION
Following the introduction of the NHS and Community Care Act (1990), growing 
numbers of people with learning disabilities are now being cared for in the community, 
and large institutions are being closed. As a consequence, challenging behaviour has 
become an issue of greater concern, both within smaller residential homes and in the 
wider community.
Challenging behaviour is defined by Emerson (1995) as:
’culturally abnormal behaviour (s) o f such an intensity, frequency or duration that the 
physical safety o f the person or others is likely to be placed in serious jeopardy, or 
behaviour which is likely to seriously limit use of, or result in the person being denied 
access to, ordinary community facilities. ’ (p. 14)
Challenging behaviour is seen in many forms; aggressive and destructive behaviour, 
self-injury, overactivity, inappropriate social or sexual behaviour, stereotyped 
behaviour and pica. This review will consider aggressive and destructive behaviour.
Aggressive behaviour is a problem for the individual showing the behaviour, others in 
the person's life, e.g. other clients, carers and the public, and for agencies providing 
services for people showing these behaviours. Aside from the immediate implications 
for the health and safety of the individual, the behaviour is likely to result in 
restrictions with regard to the five service accomplishments of community presence, 
participation, choice, competence and respect (O'Brien, 1987). The individual may 
also be more open to abuse, restrictive treatment practices, e.g. medication, restraint 
and degrading psychological techniques, neglect, exclusion and deprivation (Emerson, 
1995; Harris, 1993). The health and safety of other clients and carers living and 
working with the individual is likely to be at risk, as is the quality of life of other
8
clients. The cost to services in terms of staffing levels, sickness absence and property is 
also high (Gardner and Cole, 1984).
There is a small but significant number of people showing this behaviour. Emerson, 
Cummings, Barrett, Hughes, McCool and Toogood (1988) sampled a population of
1.6 million people in the South East of England, by asking service agencies to identify 
the two or three individuals who presented the greatest challenge to the service. They 
found that out of 31 people identified, 25 (81%) showed aggressive behaviour, 16 
(52%) showed destructive behaviour and 8 (26%) showed self-injury. This suggests 
that aggressive _and destructive behaviour are the most difficult of the challenging 
behaviours for services to deal with.
Harris (1993) conducted a study on a single health district in South Western Region of 
the UK with a general population of 370,000 and a population of people with learning 
disabilities of 1,362. He found 168 people with learning disabilities showing aggressive 
behaviour, giving an overall prevalence of 17.6%. In the previous month, 69% of 
people showing aggressive behaviour were reported to have engaged in physically 
aggressive behaviour and 13% engaged in physical aggression daily or more often. 
Over 70% were said to have engaged in ’hitting out’ at others at some point. Injury had 
been caused by 60% of people, with 8 people responsible for all ‘serious’ and 'very 
serious’ injuries. Although Harris (1993) states these as being relatively low rates of 
injury and very low rates of serious injury, the inhabitants of the district may find this 
unacceptably high.
The implication of the definition, the associated problems and the unacceptable levels 
of aggressive behaviour in the community, suggest that challenging behaviour, if not 
managed effectively, may challenge community care and lead to calls for a return to 
segregation (Emerson, 1995).
9
Behavioural models have guided practice and have been effective in reducing 
challenging behaviour (Emerson, 1995). However, the behavioural approach has a 
number of limitations. Jones, Williams and Lowe (1993), following a series of 
experiments by Lowe and colleagues, suggested that verbal rules for responding are a 
major determinant of human behaviour and that operant theory, although applicable to 
people who are pre-verbal, may not be applicable to those who are able to 
symbolically represent their environment and their own behaviour.
There is therefore a need to examine alternative techniques for dealing with aggressive 
and destructive behaviour shown by people with learning disabilities. A 
cognitive-behavioural approach has been suggested to have a number of advantages 
which address the limitations of the behavioural approach.
Generalisation is built in to the approach since these skills take learning out of the 
immediate situational context to a set of skills which apply to any situation (Harchik, 
Sherman and Sheldon, 1992) and increase the probability of maintenance (Whitman, 
1990). Other benefits include those in terms of increased dignity, responsibility and 
feelings of self-efficacy for those with learning disabilities, ethical acceptability in that 
the techniques are nonaversive and are therefore more likely to be socially valued, a 
resulting decreased need for supervision leading to more normalised living situations 
with an associated reduction in costs of care and they may also offer the possibility of 
control over behaviour when natural contingencies are too delayed, improbable or 
small to be effective (Korinek, 1991; Whitman, 1990; Gardner, Cole, Berry and 
Nowinski, 1984; Jackson and Boag, 1981; Mahoney and Mahoney, 1976).
There are two cognitive-behavioural approaches in the literature; self-management and 
anger management. This paper will review the research literature on both strategies for 
targeting aggressive and destructive behaviour, critically evaluating methods and
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outcomes, assessing whether claims for the benefits of these techniques are justified 
when applied to this behaviour and this population.
2.2. DEFINITION OF ANGER AND AGGRESSION
There is little clear definition in the literature of aggression, anger and the associated 
terms of violence and hostility. Blackburn (1988) defines violence as the ‘threat or 
application of force which has physically harmful consequences’ (p.8) and defines 
aggression in broad terms of any behaviour involving physical or psychological harm, 
although he goes on to use the terms interchangeably. He suggests it is generally 
accepted that both imply the cognitive components of intent and malevolence, include 
unsuccessful attempts and are directed at someone motivated to avoid them. Buss 
(1961) proposed two types of aggression: hostile aggression which is motivated by 
anger or hatred and intended to make the victim suffer, or instrumental aggression 
which is motivated by an incentive, e.g. money. For people with learning disabilities 
this incentive may be a tangible object (e.g. food), social contact or in order to avoid a 
task. Anger is defined by Novaco (1975) as a covert emotional response with 
physiological, cognitive and behavioural components, aggression being one of many 
possible behavioural manifestations of anger. Therefore, anger may be independent of 
aggression and have no simple or clear cut relationship to it (Alves, 1985). Hostility is 
considered by Buss (1961) to be the negative evaluation of others, e.g. dislike, 
resentment or distrust and is not necessary for either anger or aggression (Blackburn, 
1988).
2.3. THEORIES AND MODELS OF ANGER AND AGGRESSION
The biological view suggests that aggression is triggered by stimulating a part of the
temporal lobe and that spontaneous, involuntary acts of aggression are produced by
brain pathology. However, there is little research evidence to support this view
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(Blackburn, 1984). Freud (1953) outlined aggression as part of Thanatos, the death 
instinct. In his theory, energy is constantly generated and if not released in socially 
acceptable ways (catharsis) it will spill over in a socially unacceptable form, either 
inward on the self or outward on others. Lorenz (1966) proposed that since humans 
are weak instruments of physical aggression, they have developed weak inhibitions for 
intraspecies aggression. However, humans have developed weapons without the 
corresponding development of aggression inhibitions, therefore making them 
dangerous to themselves. These instinctual theories tend to lead aggression and anger 
to be seen as something which is unprovoked and uncontrollable and do not lead to 
possible interventions for inappropriate anger, apart from promoting the socially 
acceptable expression of anger. Unfortunately, people with learning disabilities often 
have few outlets for the appropriate expression of negative emotions, for example, 
associated physical disability and reliance on staff support makes participation in sport 
or hobbies difficult.
Dollard, Doob, Miller, Mower and Sears (1939) proposed that aggression is a learned 
response to the frustration which exists when a goal is blocked, and will accumulate 
and explode if not let out. The level of frustration experienced by people with learning 
disabilities is likely to be exacerbated by communication difficulties (Durand, 1990) 
and the restricted opportunities often available to those showing aggressive behaviour 
(LaVigna and Donnellan, 1986). The noisy and crowded environments in which people 
live may also contribute to levels of aggression (Bandura, 1986; Freedman, 1975), in 
that people showing aggressive behaviour are often housed together.
The potentially heightened levels of frustration experienced by people with learning
disabilities and the limited outlets for this to be expressed appropriately, suggests
further investigation into other models is warranted. Walz and Benson’s (1996)
finding, in support of Dodge's (1993) model of social-information processing, that
aggressive subjects with learning disabilities were more likely than non-aggressive
12
peers to label a facial expression as angry when they were unsure of the emotion, 
suggests a focus on the cognitive aspects of anger and aggression is called for.
Bandura (1986) maintains that we learn to be aggressive vicariously, by rewards or 
punishments, experienced or anticipated and therefore all aggressive behaviour is 
motivated by some form of incentive and is therefore subject to self-regulation. 
Novaco’s (1976) model suggests that the experience of anger and display of 
aggression depend on the nature, magnitude and appraisal of a provocation, situational 
constraints, expected outcomes and the person's preferred style of coping (Moon and 
Eisler, 1983; Steams, 1972) and has lead to the therapeutic approach of anger 
management.
2.4. SELF-MANAGEMENT
2.4.1 Definition o f Self-Management
Interest in self-management arose in the 1970’s, prompted by the expansion of
behaviour analysis into other areas, i.e. self-control and by the attack on behaviour
modification techniques (Brigham, 1980). Self-management has been defined in many
ways in the literature (Harchik, Sherman and Sheldon, 1992). Shapiro (1981)-defined
self-management as ‘all processes aimed at changing or maintaining one’s own
behaviour’ (p.268). The process of changing one’s own behaviour has been termed
self-control and the process of maintaining one’s own behaviour has been termed
self-regulation (Shapiro, 1981). Self-control has also been defined as a " ’now” versus
“later” issue’ (Rachlin, 1974; p. 94) in that it is demonstrated when larger rewards in
the future are preferred to smaller rewards in the present or greater pain in the future is
avoided by enduring lesser pain in the present (Rachlin, 1974; Jackson and Boag,
1981). Terminology is confusing in this field, with different authors using the same
term for different concepts, making papers difficult to interpret. Greater clarity and the
13
use of consistent definitions is needed in the literature. This paper will adopt the 
operational definitions found in Jackson and Boag’s (1981) model of self-management 
outlined below.
2.4.2 Models o f Self-Mcmagement
Skinner (1953) described ‘self-control’ in terms of operant theory. He said an 
individual controlled one’s own behaviour by manipulating environmental 
contingencies. Controlling behaviours (e.g. cutting out all outside distractions by 
shutting oneself in a quiet room and then praising or rewarding oneself afterwards) 
change the probability of controlled behaviours (e.g. completing an essay). Thoresen 
and Mahoney (1974) divided the controlling behaviours into environmental and 
behavioural programming. Environmental programming consists of the individual 
planning and implementing change to situational factors prior to performing the target 
behaviour to enhance its probability of success and behavioural programming focuses 
on the counting and consequating of behaviour through self-observation and 
self-reinforcement.
Social Learning Theory stresses the importance of cognitive processes in the control
of behaviour. Kanfer (1970) and Karoly (1977) proposed similar three-stage models,
including self-monitoring, self-evaluation and self-reinforcement. Jackson and Boag
(1981) expanded this into a seven-stage model of self-management comprised of
standard setting (what you intend to do), covert self-monitoring (discrimination of
whether or not a behaviour has occurred; what you did), overt self-recording (keep a
record), covert self-evaluation (a discrimination process, whereby the individual
compares their own behaviour with pre-determined standards; whether you did what
you intended), overt self-assessment (the recording of self-evaluative decisions; keep a
record), self-determination of consequences (the type and amount; decide what reward
you deserve) and self-administration of consequences (reward or punishment; give it to
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give it to yourself). These models omit environmental programming which may be in 
the form of self-instruction. Self-instructions focus on the antecedents which trigger 
behavioural sequences, and include verbalisations which focus attention on the task, 
define the task, and guide, evaluate and reinforce the behaviour (Dennis and Mueller, 
1981).
Cognitive theorists emphasise the importance of metacognitive processes in 
self-management, stating that the individual ‘must know something about their own 
specific capabilities and the requirements of the situation confronting them, be able to 
enact and monitor appropriate problem-solving strategies and evaluate the utility of 
these strategies’ (Whitman, 1990; p.350).
2.4.3 Self-Mcmagement Training
Whitman (1990) suggests that a difficulty in self-regulation is the primary deficit in 
those with learning disabilities. He draws attention to the importance of language in 
this process and suggests some level of language is prerequisite, thus emphasising the 
role of developing language skills prior to any programmes around self-management. 
Zigler and Balia (1982) suggest individuals with learning disabilities have a history of 
frequent failure, low expectation of success, are less likely to trust their own cognitive 
resources and more likely to rely on others. Whitman therefore promotes a whole 
environment approach providing life experiences requiring self-management or the 
skills needed for its development and conditions to promote motivation, i.e. 
developing a history of success in self-regulation.
Whitman (1990) maintains that self-regulation, although complex, is a skill which
develops in the same way as other skills and can be taught using the same techniques
of prompting, shaping, chaining, modelling and reinforcing. In training these
procedures each component step (e.g. self-monitoring, self-evaluation, etc.) needs to
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be taught. This may be done by establishing the behaviour through external 
reinforcement and then fading out the external control, or directly through 
self-management training (Dennis and Mueller, 1981).
Self-instruction training was developed by Meichenbaum (1977). The following 
procedure is adopted; Cognitive modelling - the trainer models the task while talking 
out loud to himself, Overt External Guidance - the trainee performs the task whilst 
directed by the trainer, Overt Self-guidance - the trainee performs the task whilst 
instructing himself, Faded Overt Self-guidance - the trainee whispers the instructions 
to himself whilst performing the task and Covert Self-instruction - the trainee performs 
the task using private speech (Meichenbaum, 1977; p.32).
2.4.4 Studies o f the Self-Management o f Aggression
There is a small but growing number of studies published using a self-management 
approach with children, adolescents and adults with learning disabilities (Ferretti, 
Cavalier, Murphy and Murphy, 1993; Harchik, Sherman and Sheldon, 1992; Hughes, 
Korinek and Gorman, 1991). The majority of studies target building skills (Harchik et 
ah, 1992; Ferretti et ah, 1993), but some have addressed the reduction of undesirable 
behaviours such as tongue protrusion (Rosine and Martin, 1983; Rudrud, Ziamik and 
Coleman, 1984), self-injuiy (Grace, Cowart and Matson, 1988; Zegiob, Klukas and 
Junginger, 1978), stereotypies (Koegel and Koegel, 1990; Morrow and Presswood, 
1984) and impulsivity (Peters and Davies, 1981). There is a consensus in the review 
literature that self-management strategies can be used and are successful with those 
with learning disabilities.
Comparatively few studies, although a growing number, have addressed the
self-management of aggressive behaviour (Table 2.1). Overall, studies show that
self-management procedures may be successfully applied to people with learning
16
disabilities showing aggressive behaviour. Moreover, Gardner, Cole, Berry and 
Nowinski (1983) showed the procedures could be faded and therefore may not be 
required indefinitely. Studies have looked at self-instruction, self-monitoring, 
self-recording, self-evaluation, self-selection of rewards and self-delivery of 
consequences. Reese, Sherman and Sheldon (1984) provide evidence that reactivity in 
self-monitoring may occur independently of accuracy. This may be particularly useful 
with people with learning disabilities who may find accurate monitoring difficult.
Recently, Harchik et al. (1992) and Ferretti et al. (1993) have reviewed the 
self-management literature with people with learning disabilities. Many of their 
criticisms apply equally well when focusing on the self-management of aggressive 
behaviour. Most studies are individual case studies of between 1 and 3 subjects with 
only one application to a group (Cole, Gardner and Karan, 1985). Studies have 
concentrated on people with mild to moderate learning disabilities. This may be due to 
the application of these techniques being easier in those more able or may be due to 
their greater relevance to those who have developed language. Some cases have failed 
to specify the level of learning disability of the subjects (Harvey, Karan, Bhargava and 
Morehouse, 1978; Fleming and Tosh, 1984). Inadequate subject descriptions make it 
difficult to isolate prerequisite skills necessary for effective self-management. There is 
great variation in methodology and design. Studies are generally multicomponent, and 
all except Cole et a l (1985) involve external management strategies, e.g. time out, 
externally controlled positive reinforcement, making it difficult to isolate the important 
agent of change. The level of participant control may be minimal in terms of setting 
standards for their own behaviour, selecting appropriate rewards, etc. (Cole et 
a l, 1985). Generalisation and maintenance are not consistently studied (Jackson and 
Altman, 1996; Harvey et al., 1978). However, the studies do, on the whole, provide 
data on benefits wider than a reduction in the target behaviour. For example, Jackson 
and Altman (1996) inform the reader of an increase in independence and a reduction in 
the need for staffing.
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2.5..AN-GER MANAGEMENT TRAINING
In 1975, Novaco outlined a method for the regulation of anger, involving 5 
components. In 1976, he reformulated the procedure in terms of a 'stress inoculation' 
approach to anger, which Meichenbaum and Cameron had applied to anxiety problems 
in 1972. In 1985, he elaborated the approach with Meichenbaum following its use with 
the police. The stress inoculation approach involves three main stages; cognitive 
preparation, skill acquisition and rehearsal, and application and practice.
Cognitive Preparation involves discussion around personal anger patterns, in terms of 
antecedents (physiological arousal, personal provocations, setting events/situational 
cues, cognitive determinants), behaviour (actions, physiological arousal and thoughts) 
and consequences (behavioural, physiological and cognitive). Clients may be asked to 
keep a diary of anger episodes in order to gain information. This educational phase 
helps the individual see aggressive behaviour as a sequence of events, each succeeding 
event leading to an escalation of an aggressive episode, thereby instilling a sense of the 
possibility of personal control at a number of stages.
Skill Acquisition and Rehearsal consists of developing both cognitive and behavioural 
skills for dealing with anger provoking situations, generating alternative strategies. 
Clients learn to discriminate appropriate and inappropriate anger situations, 
emphasising that it is the beliefs about an event, not the event itself which provokes 
anger. Self-statements may be used to develop a task-oriented or problem-focused set 
in an anger arousing situation. Aggressive incidents may be analysed in order to 
generate self-statements, or pre-determined self-statements can be provided, to 
prepare for a provocation, cope with the confrontation, cope with arousal and for 
subsequent reflection whether the conflict is resolved or unresolved. Behavioural skills 
may also need to be taught in terms of relaxation skills, social or assertiveness skills,
19
negotiation skills, etc., depending on the client group. These are also intended to 
enhance the clients feelings of self-control.
The Practice and Application phase provides the person with the opportunity to 
practise the skills acquired and apply them to novel situations. A hierarchy of 
provocation items is drawn up. The cognitive and relaxation skills may be practised in 
imagination, modelling, behavioural rehearsal, role play, exposure to real stressors and 
in vivo graded homework exercises. Supportive and corrective feedback is provided.
2.6. ANGER MANAGEMENT STUDIES
This treatment approach has been shown to be effective with a number of groups, 
including a depressed male with severe anger problems (Novaco, 1977a), and 
occupational groups at high risk of anger, i.e. police officers (Novaco, 1977b) and the 
army (Novaco and Robinson, 1984). Novaco also trained probation officers in the 
technique, increasing their effectiveness as counsellors (Novaco, 1980). Component 
analyses show both the cognitive and behavioural aspects to be important in behaviour 
change (Moon and Eisler, 1983; Hazaleus and Deffenbacher, 1986).
Very few studies have been published on anger management training with people with 
learning disabilities. Only 7 were highlighted in the literature (Table 2); 2 of these are 
pilot projects (Black, 1990; Kellner and Tutin, 1995) and one is a study o f adolescents 
with and without learning disabilities (Feindler, Ecton, Kingsley and Dubey, 1986). 
This is likely to be due to the ongoing conviction that cognitive-behavioural techniques 
are not applicable to those with learning disabilities.
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2.6.1 Participants and Settings
The behaviours shown by subjects in the anger management studies are overall 
challenging, although this is not always specified or clearly defined (Benson, Rice and 
Miranti, 1986; Black, 1990). Feindler et al. (1986) studied a sample in a residential 
psychiatric treatment facility where a baseline of pre-admission behaviour was 
unavailable. Lack of detailed information on the behaviour shown makes it difficult to 
draw conclusions regarding the type of behaviour for which the intervention may or 
may not be most useful and effective.
Subject numbers are small, ranging from 4 (Golden and Consorte, 1982) to 21 
(Feindler et al., 1986). More men have been included in studies than women, which 
probably reflects the greater number of men in the base population of people with 
learning disabilities rather than a greater number of men showing aggressive behaviour 
per se (Harris, 1993). Inter- and intra-study age comparison reveals wide variation in 
age, although subject numbers are not large enough to examine the differential effects 
of intervention for different age groups. This would be useful, given that age 15 to 25 
is high risk for showing challenging behaviour (Harris, 1993) .
The majority of studies target more able individuals and therefore no conclusions may
be drawn as to the efficacy of the procedures with those more severely disabled.
Participants in Moore, Adams, Elsworth and Lewis’s (1997) study had expressive
language ranging from 2 years 11 months to 11 years 9 months and Feindler et al.
(1986) had subjects ranging in IQ from 56 to 106. Neither study investigated the
effects of differing levels of ability on outcome. However, Rose (1996) conducted a
group with a wide range of disability, from a man with a receptive vocabulary of 2
years 9 months as measured by the British Picture Vocabulary Scale to a man with a
receptive vocabulary of 9 years and 3 month. Both were able to benefit from the anger
management group. This is an important issue and suggests further research into the
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differential effectiveness of the approach with differing levels of ability is required. 
Variation can be seen in the methods used to establish the level of functioning and 
some studies do not provide details of the measure used (e.g. Golden and Consorte, 
1986). The lack of uniformity of measurement procedures and the range between 
samples makes comparison across studies difficult.
Studies have been conducted in a variety of settings from the community to a 
semi-secure hospital unit. Most individuals were voluntary or recognised they had a 
problem with anger or aggression. This issue is likely to be important to outcome, 
although Golden and Consorte (1982) showed procedures could be effective even 
when participants were not self-referred.
2.6.2 Procedures
All but one study (Golden and Consorte, 1982) are investigations into the 
effectiveness of groupwork in anger management. There is great variation in the 
methods used across individuals in the study by Golden and Consorte (1982). Subjects 
were seen by either one of two therapists, with the number of sessions not reported 
uniformly, providing inconsistent information as to the frequency at which the sessions 
took place and the length of intervention, making it difficult to draw conclusions from 
the outcome.
With regard to the group studies, the number, frequency and duration of sessions is
different for each study, ranging from 60 minute sessions twice a week for a year in
Black’s pilot study (1990) to 5 weekly sessions of 45 minutes’ duration in a pilot study
by Kellner and Tutin (1995). Following the pilot, Kellner and Tutin changed the
format to twice weekly 30 minute sessions over the course of a school year, allowing
for the limited concentration span of the participants. They report these changes as
useful, but give no details of the effect on outcome.
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The only controlled study is that of Feindler et al. (1986), investigating adolescent 
boys in a psychiatric treatment facility. They conducted an eight week group with a 
waiting list control. Unfortunately the control was not available for follow-up due to 
pressure from the service to provide anger management to the control group. Also, the 
assignment of participants to groups was not random, and each group may have had 
strongly correlated behaviour patterns.
2.6.3 Components o f Intervention
Overall, interventions adhere closely to the stress inoculation training proposed by 
Novaco (1976). Benson et al. (1986) isolate relaxation, self-instruction and problem 
solving as the components of anger management. Moore et al. (1997) expanded the 
education phase to take account of the difficulties people with learning disabilities have 
with facial and emotional recognition in themselves and others (Rojahn, Lederer and 
Tasse, 1995). They spent time looking at general emotions (happy, sad, angry), 
looking at feelings and how situations made members feel, then focused more on anger 
recognition, prior to practising how to deal differently with situations. However, whilst 
they pay much attention to emotion recognition, only the skill of relaxation is taught.
Some elements of the 12 session structured plan devised by Feindler and Ecton (1986) 
and implemented by Feindler et al. (1986) would seem to be unsuitable for those with 
learning disabilities, although this is not examined. For example, the ‘Hassle Log’ may 
be too complex, relaxation is taught in one session and imagery is used which is likely 
to be difficult. Kellner and Tutin (1995) modified the 12 session plan for use with 
borderline high school students. For example, they simplified the content added 
pictorial symbols, used frequent repetition and reinforcement, simplified the ‘Hassle 
Log’ developed by Feindler and Ecton (1986) and renamed it a ‘Mad Log’ and 
assisted participants in completing this self-monitoring tool. Following their pilot
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study, they also felt time would need to be spent on building up general group skills of 
listening, turn-taking, etc. prior to the anger management work commencing.
Anger management is a multicomponent approach, but little work has been done to 
isolate the effective components. However, Benson et a l (1986) undertook a 
component analysis. They used self-report, role-play observation and staff report 
measures to investigate between group differences for relaxation, self-instruction, 
problem solving and the combined anger management group (employing all three 
strategies). Results showed there were reductions in the supervisor ratings of 
aggressive behaviour and a reduction in aggressive gestures, response duration and 
number of questions asked during the role play situations, although the reduction in 
aggressive gestures was not maintained at follow up. However, there were no 
significant between group differences. The lack of control group means the treatment 
effects could be due to any of the components studied as well as the group experience 
or the screening process.
One participant in the group run by Rose (1996) had another therapeutic intervention 
(individual counselling) occurring at the same time as the anger management 
intervention, which makes it difficult to attribute treatment effects.
Staff involvement in the group process itself was used in two studies (Rose, 1996;
Moore et al., 1997) and the importance of this to group success was highlighted.
Kellner and Tutin (1995) point out the usefulness of involving a wider team and
keeping all those involved with clients informed of procedures and progress, in order
to help generalisation to other settings and gain ideas to use within the group.
However, this also has a confounding effect to assessing the efficacy of group work,
since the education of the staff may lead them to deal with incidents more effectively
outside the group, and this may account for any behaviour change rather than the
group intervention. Alternatively, Moore et al. (1997) pointed out that staff inclusion
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may be a hindrance in that staff may hold negative beliefs about the possibility of 
change, which may affect outcome.
2.6.4 Outcome
All studies report positive outcomes. Most studies show a decrease in the target 
aggressive behaviour as measured by incident recordings (Moore et al., 1997; Rose, 
1996; Golden and Consorte, 1982; Black, 1990), although these rely on staff or 
participant report and as such may be neither reliable or valid. Kellner and Turin’s 
anecdotal report concluded the participants in the group had benefited due to 
impressionistic reports from the classroom and observations in group sessions.
Only three studies use more sophisticated measures (Benson et al., 1986; Rose, 1996; 
Feindler et al., 1986). Rose (1996) used a test of perception of emotion from facial 
expression (Spence, 1980), but this showed no change post-treatment. It is likely this 
test was not sensitive enough to detect changes in this group. Feindler et al. (1986) 
were unable to take a baseline recording of aggressive behaviour due to the highly 
structured nature of the psychiatric treatment facility where they conducted their 
group. They evaluated the group by using daily records of rule violations and bedroom 
restrictions, staff report, scores on a test which assesses the dimension of 
reflection-impulsivity and videod role-play situations. Positive change was seen on all 
measures as compared to the control. However, the behavioural recordings were 
reliant on staff observation and were not assessed for reliability or validity.
Moore et al. (1997) asked for participant feedback. Positive feedback was given but
this is likely to be subject to response bias, given the tendency of this population to
acquiesce (Sigelman, Budd, Spanhel and Schoenrock, 1982). Some reported they had
not liked the anger of others during sessions. However, this may have been a valuable
experience in understanding how others may see them when angry.
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Rose (1996) reported that staff noted an increase in the time between trigger and 
response following training, but no accurate measure of this was obtained.
All of the studies, except the pilot projects, have a follow-up period, although that 
provided by Moore et al. (1997) was at the request of the participants. The length of 
follow-up varies from 4 to 5 weeks (Benson et al., 1986) to 3 years (Feindler et al., 
1986). Gains were generally maintained at follow up. Generalisation is demonstrated in 
the majority of studies showing a reduction in incidents of aggression which occur 
outside the group setting or individual setting. Feindler et al. (1986) used 
generalisation role-plays at 2 month follow-up which showed success.
Not all studies reported on the use, in the natural setting, of the techniques taught 
during anger management training (e.g. Feindler et al., 1986). Some difficulties were 
seen in the use of some of the techniques. Rose (1996) found it difficult to apply the 
full range of elements in the stress inoculation approach. Moore et al. (1997) found 
that not all participants were able to use relaxation in the sessions, but some were able 
to use it outside sessions. This study also found that some participants had difficulty 
using coping self-statements to distract negative thoughts. The use of imagery as a 
means of rehearsing appropriate responses was also found difficult by some 
participants (Golden and Consorte, 1982). Rose (1996) found that not even those of 
greater verbal ability could use complex statements and that the process of whispering 
in a participant’s ear caused confusion.
Some aspects were found to be particularly useful. Golden and Consorte (1982) found
the preparation and practise aspects were important with the emphasis on the
development of coping skills. Rose (1996) found the behavioural/educational aspects
useful when applied in a problem solving framework. He found pairing relaxation to
triggers was helpful and role play was the most useful tool in this work. A fixed
structure, active engagement in tasks, use of camera and video and self-monitoring
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diaries and alternatives to aggression (saying ‘calm down’, walking away, agreeing 
with the angry person, leaving the situation and telling a trusted other) were found to 
be useful (Moore et al. 1997). Kellner and Tutin (1995) noted that subjects needed 
much reassurance to the effect that anger is normal. Rose (1996) suggested that the 
fact that his members of his group had similar triggers to their anger was helpful in 
achieving success.
A few studies report on the wider benefits claimed for these techniques over the 
behavioural approach, for example, increased feelings of self-efficacy, decreased need 
for supervision and more normalised living situations, but this is not systematically 
studied. Golden and Consorte (1982) report that one case showed an associated 
reduction in anxiety. History of medication is provided for three cases, but no details 
as to whether the intervention resulted in a reduction in medication are given. One 
case is reported to have been reinstated in a job and promoted following training, 
thereby increasing his participation in the community, independence and respect. Black 
(1990) provides information on seven of the ten participants in her group moving on 
and gaining greater independence in a number of areas, e.g. attending a day centre, 
becoming engaged to be married and resuming contact with family.
Studies report success with low rates of behaviour. The participant with the lowest 
verbal ability in Rose’s (1996) study showed aggressive behaviour at a rate of one 
incident per month. This was decreased to none following the group and maintained 
for three month follow up. Golden and Consorte (1982) showed behaviour at rates of 
once or twice a month and were successfully reduced in two participants.
Authors reported the anger management process helped locate locus of control within
the individual which increased co-operation and investment in change, although this
was not measured (Golden and Consorte, 1982); promoted ownership and motivation
for change, and if not successful, lead to other ideas for treatment (Rose, (1996); and
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was a source of support, but gives the message that there are no magic cures (Moore 
e ta l ,  1997).
2.7. SUMMARY AND CONCLUSIONS
Although study numbers are small, they show that cognitive-behavioural approaches 
to anger and aggression can be successfully applied to people with learning disabilities. 
Success has been indicated with those showing low frequency behaviour and those not 
self-referred. Generalisation and maintenance have been shown to be good, which is an 
advantage over behavioural techniques in which these often cause difficulty. Given the 
challenge presented by those showing aggressive and destructive behaviour, further 
investigation into the application of these techniques to those with learning disabilities 
is justified.
Accurate subject and behavioural descriptions are necessary to gain further 
information as to the prerequisite skills required for these approaches.
Investigation into the application of self-management requires greater concept 
definition and component analysis. Self-managed aspects need to be assessed 
independently to externally managed aspects.
Further work in anger management should concentrate on highlighting those aspects
of the approach which require adaptation to people with learning disabilities and again,
which components of the approach are most useful. Thus far, a focus on skill
acquisition, including skills in facial and emotional recognition, and group skills, use of
non-verbal techniques, a fixed structure, active engagement in tasks, and similarity in
group members, as well as greater involvement by staff and the wider team have been
highlighted as important for this work. A greater number of controlled studies will
enable treatment effects to be investigated more fully. Further investigation as to the
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optimum procedures for this work are needed in terms of length of intervention, 
frequency and length of sessions and so on. Future research incorporating longer 
periods of follow-up and structured assessment of the wider benefits of the 
intervention would provide greater information on the efficacy of the approach. A 
wider range of dependent measures for a number of variables need to be adopted, 
including objective participant and staff feedback, use of learnt techniques and latency 
between trigger and response duration.
Overall, a great deal more work needs to be undertaken and published in this area in 
order for solid conclusions as to the usefulness and applicability of these approaches to 
be drawn, although preliminary findings are encouraging.
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LITERATURE REVIEW TWO
ASSESSMENT AND DIAGNOSIS OF 
ALZHEIMER’S DISEASE IN DOWN SYNDROME
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3.1. INTRODUCTION
Dementia has been defined as the ‘global deterioration of mental functions due to 
organic diseases of the cerebral hemispheres... which have a chronic and irreversible 
course’ (Golper and Binder, 1981). Kraepelin (1910) first used the term Alzheimer’s 
Disease (AD) to describe presenile dementia (i.e. dementia with an onset prior to the 
age of 65) in 1910, in tribute to the German neuropathologist Alois Alzheimer who, in 
1907, first described the distinctive histological hallmarks of AD, i.e. the neuritic 
plaques and neurofibrillary tangles. Both of these appear as part of normal ageing, but 
both increase in number with the course of AD over and above that expected with age 
(Karlinsky, Hardy and Rosser, 1993). AD is also associated with cerebral atrophy, 
thinning of the cortical mantle, enlarged lateral ventricles and flattening of the cortical 
surface (Lezak, 1983). During the 1950s it was increasingly recognised that senile 
dementia and presenile dementia showed the same pattern of clinical and pathological 
findings, and the term is therefore currently applied to dementia of the Alzheimer type 
at any age and is referred to as either early (before the age of 65) or late (after the age 
of 65) onset AD (Diagnostic and Statistical Manual-Fourth Edition, DSM-IV; 
American Psychiatric Association, 1994). AD is the most common of the primary 
dementias (Lezak, 1983), accounting for at least 50% of cases in those over 65 
(Katzman, 1976). It is characterised by an insidious onset and continuing decline.
First described by John Langdon Haydon Down in 1866, Down Syndrome is the most 
common specific cause of learning disability, accounting for approximately 15-20% of 
the learning disabled population (Heller, 1969). There is an increased risk of Down 
Syndrome with maternal age and parental mosaicism for Down Syndrome. It is caused 
by non-disjunction of Chromosome 21 during meiosis, mosaicism (an extra 
chromosome 21 in some) or translocation of another chromosome (Hassold, Hunt and 
Sherman, 1993). The incidence ranges from 1 in 600-1000 births (Hook, 1981) 
depending on maternal age and regional variation in prenatal diagnosis and termination.
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The life expectancy of people with Down Syndrome has increased over the last century 
(Thase, 1982). Penrose (1949) estimated 9 years in 1929 and 12 years by 1947. Now 
over 40% are expected to survive to the age of 60 (Baird and Sadovnik, 1988). The 
highest mortality rate is associated with the first year of life and is 20 to 40 times higher 
than the general population, mainly due to respiratory problems, congenital heart 
disease and leukaemia. After the first year, Strauss and Eyman (1996) found that up to 
the age of 35, mortality rates were comparable for those with Down Syndrome and 
those with other learning disabilities, but after the age of 35 the rate increased for those 
with Down Syndrome, doubling each 6.4 years as opposed to 9.6 years for those with 
learning disabilities. The main causes of death in adulthood are AD and reduced 
immunological function (Thase, 1982).
The increased longevity has therefore revealed that those with Down Syndrome are at 
increased risk of developing Alzheimer’s Disease. Clear information concerning this 
risk and the manifestation of this disease in this population is important in order to be 
able to assess the individual and service needs for this increasing population.
3,2. AETIOLOGY OF ALZHEIMER’S DISEASE
The aetiology of AD is unknown and there is currently no specific biological marker 
which can test for the presence of the disease (Zigman, Silverman and Wisniewski, 
1996). The fundamental problem is cell death, but the cause of this is unknown. Very 
few risk factors have been highlighted for the development of AD, but a link between 
Down Syndrome and AD has been established (Heston and Mastri, 1977).
The increased susceptibility to AD in Down Syndrome seems to be related to the extra 
chromosome 21. In the 1980s the gene for amyloid precursor protein (APP) which 
contains amyloid p-protein, the principal component of the neuritic plaques was found
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to be located on chromosome 21 (Goldgaber, Lerman, McBride, Saffiotti and 
Gadjusek, 1987). Mutations in the APP gene have also been found in several families 
with early onset familial AD (Chartier-Harlin, Crawford, Houlden et ah, 1991). Most 
theorists currently favour a hypothesis in which alteration of APP metabolism is a 
crucial event in the development of AD (Beach, 1993). However, it is becoming 
apparent that no simple genetic explanation exists and that AD is aetiologically 
heterogeneous.
3.3. THE ASSOCIATION BETWEEN ALZHEIMER’S DISEASE AND DOWN 
SYNJJRQME
Fraser and Mitchell (1876) were, the first to note an association between Down 
Syndrome and AD, and Struwe described the neuritic plaques in Down Syndrome in 
1929. But it was not until 1948 that Jervis first reported a direct relationship between 
the neuropathological and clinical signs of AD in Down Syndrome. Studies have 
consistently shown that nearly all adults with Down Syndrome over the age of 40 show 
the neuropathological signs of neuritic plaques and neurofibrillary tangles (Wisniewski, 
Wisniewski and Wen, 1985). Mann (1993), reviewing 39 studies with a total of 434 
subjects with Down Syndrome ranging between 10 and 70 years, found that 99% of 
those over the age of 40, as opposed to 23% of those younger than 40, showed AD 
neuropathology.
However, there is a discrepancy between the high level of AD neuropathology 
observed in the brains of those with Down Syndrome at post-mortem and the rate of 
clinical presentation of dementia (Ropper and Williams, 1980), with only 15-30% of 
those with neuropathological features showing signs of clinical dementia (Dalton, 
Seltzer, Aldin and Wisniewski, 1993). Many have no problems into the fourth and fifth 
decade (Sylvester, 1984) and a few into the seventh (Zigman, Silverman and 
Wisniewski, 1996). The reasons for this are unclear. Neuropathological studies tend to
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be retrospective, examining institutional populations, which may yield a higher level of 
AD in the population, as institutional populations are likely to be more disabled. Also, 
post-mortems, are more likely to be conducted on those suffering early or unexpected 
death, again potentially yielding a more impaired sample. Many of these studies were 
conducted prior to accurate chromosome study, and some cases may not have had 
Down Syndrome. This suggests the finding that all adults with Down Syndrome over 
the age of 30 or 40 have AD neuropathology may be misleading, although it remains 
clear that a higher proportion of older adults with Down Syndrome have AD 
neuropathology than show signs of clinical dementia (Oliver and Holland, 1986).
A number of hypotheses have been proposed to account for the discrepancy of clinical 
and neuropathological findings. Recently, Wisniewski, Wegiel and Popovitch (1994) 
have found two subtypes of plaques present in the brains of those with Down 
Syndrome. They suggest that prior to the age of 50, those with Down Syndrome have 
abundant diffuse (benign) plaques and few neuritic (malignant) plaques, but that over 
the age of 50 the neuritic plaques predominate. More research is required to pursue 
this hypothesis. In a similar vein, Wegiel, Wisniewski, Dziewiatkowski et ah (1996) 
proposed that there may not be sufficient accumulation of tangles to affect functioning 
until after 60 years. Both these neuropathological hypotheses would fit with the idea of 
an incubation period of 10-20 years suggested by Lai and Williams (1989). Some 
authors suggest the clinical decline is present but is not noticed due to methodological, 
measurement or diagnostic issues (Miniszek, 1983; Oliver and Holland, 1986; Ellis, 
McCulloch and Corley, 1974).
3.4. EPIDEMIOLOGY
There are a number of difficulties associated with establishing the epidemiology of AD 
in Down Syndrome. The variability in studies depends on diagnosis of AD, the 
methodology of each study, i.e. retrospective, cross-sectional or longitudinal, and the
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definition of onset, i.e. the onset of dementia, onset of memory failure, the first signs of 
dementia or only dementia that has been confirmed by neuropathological findings 
(Crayton and Oliver, 1993). Retrospective studies may be biased by the information 
available and cross-sectional studies are subject to cohort effects and ‘healthy survivor’ 
effects.
Recent studies conclude the average age of onset of AD in Down Syndrome is between 
51 and 54 years with a range of 31 to 68 years (Lai and Williams, 1989; Dalton and 
Wisniewski, 1990; Lai, 1992; Prasher and Krishnan, 1993), which is 10-15 years earlier 
than the general population. The average duration to death seems to be 4 to 6 years 
with a range of 3.5 to 10.5 years (Dalton and Wisniewski, 1990; Lai, 1992; Prasher and 
Krishnan, 1993), again shorter than the general population, where a duration of 18 
months to 15 years is noted by Lezak (1983), suggesting a more aggressive course in 
Down Syndrome. Prasher (1997) found that the severity of learning disability had little 
significant effect on the onset or duration of dementia.
No valid and reliable incidence rates of AD in Down Syndrome currently exist 
(Zigman, Schupf, Haveman and Silverman, 1995). In the general population the 
prevalence rate rises with age, from 1% of those aged 60 to 65, 6 % of those age 75 to 
80, up to as many as 30% to 40% of those aged over 85 (Hofinan, Rocca, Brayne et 
al., 1991; Cummings, 1994). In those with Down Syndrome, Rabe, Wisniewski, 
Schupf and Wisniewski (1990) reported prevalence rates ranging widely between 
6%-75% and concluded that the discrepancy was due to the methodology used by 
different studies, e.g. cross-sectional versus longitudinal designs. In a recent 
prospective study (n=201), Prasher (1995) found 0% AD in those with Down 
Syndrome aged 20 to 29, 2% in those aged 30 to 39, 9.4% in 40 to 49 year olds, 
36.1% in 50 to 59 year olds and 54.5% in those aged 60 to 69, showing a greater 
prevalence and at an earlier age than the general population.
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Given the limited clear epidemiological data which exists, Zigman, Silverman and 
Wisniewski, (1996) draw attention to the importance of longitudinal or 
cross-sequential designs in order to investigate the prevalence of AD in Down 
Syndrome and Zigman, Schupf, Haveman and Silverman (1995) propose a minimum 
data set for collection of epidemiological data for research (Table 3.1) in order to 
standardise the collection of key elements, enable rates and risk factors to be compared 
across studies and develop an archive for future analysis.
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3.5. DIAGNOSIS OF ALZHEIMER’S DISEASE IN DOWN SYNDROME
Diagnosis of AD in the general population is not without error, with approximately 
10-15% misdiagnosed (Joachim, Morris and Selkoe, 1988), due to difficulty in 
detection in the early stages and misdiagnosis in the later stages.
There are a number of diagnostic systems for AD in the general population. The main 
ones are those developed by the National Institute of Neurological and Communicative 
Disorders and Stroke and the Alzheimer Disease and Related Disorders Association 
(NINCDS-ADRDA) Work Group (McKhann, Drachman, Folstein et al., 1984), 
DSM-IV and the International Classification of Diseases-10th Edition (ICD-10; World 
Health Organisation, 1992). There is no universally accepted alternative diagnostic 
definition for AD in Down Syndrome. Some researchers have suggested the present 
diagnostic criteria and clinical signs of AD are easily applicable to those with Down 
Syndrome (Reid, Maloney and Aungle, 1978) but others say clarification is needed 
(Sylvester, 1984; Ellis, McCulloch and Corley, 1974).
The NINCDS-ADRDA criteria provide criteria for probable, possible and definite AD. 
Probable AD is defined as progressive dementia in two or more areas of cognitive 
functioning with no disturbance of consciousness, confirmed by neuropsychological 
testing in the absence of brain or systemic disease and in the age range of 40 to 90 
years. This precludes those with Down Syndrome who develop dementia prior to the 
age of 40 (Dalton and Wisniewski, 1990). Possible AD may be diagnosed with an 
atypical onset, presentation or course and/or despite the presence of other things which 
may affect cognitive functioning if they are not felt to be the cause. A diagnosis of 
definite AD can only be assigned when probable AD is confirmed by post-mortem 
evidence of neuropathological features consistent with AD. This may not be useful for 
Down Syndrome since nearly all those over the age of 40, whether demented or not,
48
develop these signs and therefore its diagnostic power is limited (Aylward, Burt, 
Thorpe, Lai and Dalton, 1995).
DSM-IV criteria emphasise the development of cognitive deficits manifested by 
memory impairment which may limit its applicability to Down Syndrome in that these 
deficits may not easily be seen. ICD-10 criteria first establish a diagnosis of dementia 
and then further define the type of dementia (i.e. AD) and then the type of AD (i.e. 
early or late onset, atypical, mixed or unspecified). Although the primary criteria is 
memory loss, it also provides some behavioural characteristics which may be applicable 
to Down Syndrome. These factors make ICD-10 more useful for those with Down 
Syndrome (Aylward et al., 1995).
A number of reasons have been proposed as to why it is unsatisfactory to use criteria 
developed for the general population. Sovner (1986) suggests that diagnosis with those 
with learning disabilities will be subject to intellectual distortion (difficulties in abstract 
thinking and communication make the subjective report of symptoms difficult), 
psychosocial masking (poor social skills and life experiences can often lead to a bland 
clinical presentation), cognitive disintegration (stress during diagnostic interview may 
produce a bizarre presentation which may be misdiagnosed) and baseline exaggeration 
(onset of newly developed disorders are difficult to establish given pre-existing 
cognitive deficits and poor adaptive behaviours). Also, the pre-existing learning 
disability may mean those with Down Syndrome may never have developed the skills 
assessed during diagnosis, there is often a lack of information on previous cognitive 
functioning against which to compare current functioning in order to establish any 
decline, changes may be attributed to the learning disability rather than to AD (Crayton 
and Oliver, 1993) and those with Down Syndrome may present atypically, due to their 
unique pattern of cognitive ability and deficit (Dalton and Crapper-McLachlan, 1986) .
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There is a need to develop diagnostic criteria specifically for adults with Down 
Syndrome. Some studies have used modified diagnostic criteria (e.g. Lai and Williams, 
1989; Evenhuis, 1990; Burt, Loveland and Lewis, 1992; Prasher, Krishnan, Clarke and 
Corbett, 1994; Visser, Aldenkamp, van HufFelen et ah, 1997). However, few have 
specified the modifications made to existing criteria. Evenhuis (1990) and Prasher et ah
(1994) do specify the modifications they both made to DSM-Hl-R (third 
edition-revised) criteria, however, they both use differing modifications. Some studies 
have used arbitrary criteria, for example, Lai and Williams (1989) defined dementia as a 
decline in one or more of the skills they assessed. Visser et ah (1997) used decline on 
the Early Signs of Dementia Checklist (ESDC), a social skills inventory and the 
presence of EEG abnormalities to detect dementia. Although the ESDC was shown to 
have good psychometric properties, this checklist and the inventory have not been 
established as valid measures of changes associated with dementia. Aylward et ah
(1995) have discussed criteria for the diagnosis of dementia and AD in adults with 
learning disabilities based on those of ICD-10 and DSM-TV. Table 3.2 outlines those 
criteria.
Prasher, Barber, West and Glenholmes (1996) found Magnetic Resonance Imaging to 
be a potentially valuable tool in the diagnosis of AD in Down Syndrome. It was found 
to correlate with the clinical deterioration and neuropathological features in one man 
with Down Syndrome followed up over a 5 year period. It has the advantage of taking 
only 15 minutes, but the disadvantage that it requires compliance for its application. 
Evoked potential P300 latency has been found to increase at earlier ages in Down 
Syndrome than in normal controls and may be correlated with cognitive test results 
(StClair and Blackwood, 1985). This may prove useful for confirmatory diagnosis. 
Dalton (1992) noted that these and other physiological alterations have not yet been 
translated or standardised into quantitative diagnostic procedures.
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CRITERIA FOR THE DIAGNOSIS OF DEMENTIA IN LEARNING DISABILITY
N e e d  to :
C o m p a re  c u r re n t  f u n c tio n in g  w i th  p re v io u s  fu n c tio n in g  
i n  o rd e r  to  d e m o n s tra te  d e c lin e .
T h e re fo re :
E s ta b l is h  a  b a s e l in e  o f  b e h a v io u r  a n d  in te l le c tu a l  fu n c tio n in g ._ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _
Memory Decline
N e e d  to :
B e  a w a re  o f  p re m o r b id  le v e l o f  fu n c tio n in g , th e  p a t t e rn  o f  s t r e n g th s  fo r  th e  
in d iv id u a l  a n d  th e  d e m a n d s  m a d e  d u r in g  e v e ry  d a y  life .
E s ta b l is h  th a t  a n y  c h a n g e s  a re  g re a te r  th a n  n o r m a l  a g in g :
V e rb a l re c a ll  a n d  th e  a b il i ty  to  c o m m it  n e w  in fo rm a t io n  to  lo n g - te rm  m e m o ry  
h a v e  b e e n  h ig h l ig h te d  a s  d e f ic its  a s s o c ia te d  w i th  n o r m a l  a g in g .
T h e re fo re :
C o n d u c t  te s ts  o f  v e rb a l  a n d  n o n v e rb a l  m e m o ry  o v e r  t im e ._ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _
Mild to Moderate Learning Disability
Memory
m ild  d e m e n t ia  -  p ro b le m s  w ith
- fo rg e t t in g  so c ia l  a r ra n g e m e n ts
-  lo c a t io n  o f  r e c e n tly  p la c e d  o b jec ts
-  in fo rm a t io n  g iv e n  b y  f a m ily  o r  c a re rs  
m o d e ra te  d if f ic u ltie s
- re d u c e d  a b il i ty  to  r e p o r t  th e  d a y 's  e v e n ts , e .g . b re a k fa s t
-  f a m ily  m e m b e rs ' n a m e s
- f in d in g  th e  w a y  r o u n d  th e  h o u s e  o r  a r e a  
severe difficulties
-  n e e d in g  p r o m p tin g  f o r  p re v io u s ly  a c q u i r e d  sk il ls
-  in c re a s in g  f a i lu re  to  r e c o g n ise  fa m ily  a n d  f r ie n d s  
Other Cognitive Functions
a b s tra c t  r e a s o n in g  -  r e d u c e d  a b il i ty  to  c h o o se  c o r re c t  c lo th in g  f o r  th e  w e a th e r  
p la n n in g /o rg a n is a t io n  -  r e d u c e d  a b il i ty  to  c a r r y  o u t  n o n - ro u t in e  ta s k s  e .g . s h o p p in g  
a p ra x ia  -  r e d u c e d  a b il i ty  to  c a r ry  o u t  ro u t in e  ta s k s ,  e .g . d re s s in g , te e th ,  e a t in g  
a g n o s ia  -  r e d u c e d  a p p ro p r ia te  u s e  o f  o b je c ts  e .g . to o th b ru s h
a p h a s ia  -  o n ly  n o t ic e d  i n  th o s e  w i th  g o o d  la n g u a g e  sk il ls_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _
Severe Learning Disability
Memory
N o n v e rb a l  te s ts  m a y  b e  u se fu l
B a se  d ia g n o s is  o n  c a re g iv e r  r e p o r t  i f  n o  te s ts  a r e  a b le  to  sh o w  d e c lin e
Other Cognitive Functions
C a n  b e  d o c u m e n te d  v ia  a  re d u c t io n  i n  a d a p t iv e  sk i l ls
-  g e n e ra l  s lo w in g
-  g re a te r  im p a i r m e n t  o f  a tte n tio n
-  d a y /n ig h t  d is o r ie n ta tio n _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _
Change in Emotional, Motivational and Social Behaviour:
b e h a v io u r  m a y  h a v e  a lw a y s  e x is te d  o r  i t  m a y  o v e rsh a d o w  c lin ic a l  c h a n g e
D o c u m e n te d  v ia  a  re d u c tio n  in  a d a p tiv e  sk ills ._ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _
Rule out
sy s te m ic  d is o rd e r  se n so ry  d if f ic u ltie s
su b s ta n c e  a b u se  d e p re s s io n
h p y o th y ro id  a n tic o n v u ls a n t  m e d ic a t io n
T a b le  3 .2 . D ia g n o s t ic  C r i te r ia  f o r  D e m e n t ia  i n  A d u l ts  w i th  L e a r n in g  D isa b ili t ie s .  
A d a p te d  f ro m  A y lw a rd , B u r t ,  T h o rp e ,  L a i  &  D a l to n  (1 9 9 5 ) .
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3.5.1 Differential Diagnosis
Accuracy in diagnosis is increased by the elimination of other causes. In adults with 
Down Syndrome, AD must be differentially diagnosed from normal and precocious 
ageing (e.g. early greying, hair loss, cognitive decline, sensory problems), depression, 
hypothyroidism, sensory deficits, other dementia and epilepsy.
People with Down Syndrome are at greater risk of developing depression than others 
with learning disabilities (Collacott, Cooper and McGrother, 1992), although this 
finding could be related to misdiagnosis in dementia. Impairment associated with 
depression has similar cognitive and behavioural signs to AD. Depression may also 
coexist with AD (Burt, Loveland and Lewis, 1992), and needs to be treated even if AD 
is suspected (Pary, 1992). The onset of this ‘pseudodementia’ in the general population 
is often sudden and accompanied by more complaints of memory problems and distress 
than those who are suffering with AD, who are generally less aware. There is often an 
incongruity between report and test performance, with tests showing higher scores than 
expected from verbal report. This differentiation is less clear in Down Syndrome, given 
that both report and testing are unreliable.
Hypothyroidism is associated with ageing in Down Syndrome (Pueschel, 1990). 
Symptoms include mental slowing and lack of motivation. However, this condition has 
biological markers and can therefore be tested for accurately and treated with hormone 
therapy.
Ageing in Down Syndrome is also associated with acquired cataracts and hearing loss 
(Pueschel, 1990). Haveman, Maaskant and Sturman (1989) found twice the rate of 
visual problems and three times the rate of auditory problems in those with Down 
Syndrome over the age of 40 as in the general population. Appropriate correction of 
these impairments is important in the light of Hewitt, Carter and Jancar’s (1985)
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finding that in a sample of 23 hospital patients with Down Syndrome aged over 50, 
there was no evidence of dementia and the significant intellectual decline shown in 39% 
was due to sensory problems. However, this study did have a cross-sectional design 
and only used one test of global intellectual ability, requiring verbal skills, as a measure.
Increased epilepsy may produce brain damage, therefore the increased prevalence of 
acquired seizures in AD may also affect cognitive and adaptive functioning and needs 
to be taken into account.
Other factors which may cause behaviour change, masking AD or adding to it and 
consequently need to be taken into consideration and treated if possible include, 
infections, vitamin deficiency, malignancies, joint problems, sleep apnoea (Holland, 
Karlinsky and Berg, 1993), anticonvulsant medication, systemic disorder and substance 
misuse (Aylward et al., 1995).
3.6. CHANGES ASSOCIATED WITH ALZHEIMER* S DISEASE IN DOWN 
SYNDROME
3.6.1 Clinical Symptoms
Cummings and Benson (1992) outline the principal clinical findings at each stage of the 
disease in the general population (Table 3.3). Other authors have noted more 
behavioural changes seen in AD, although behaviour changes are poorly studied in the 
general population (Karlinsky, Hardy and Rosser, 1993). The particular features shown 
and the rate of decline is variable across individuals.
Table 3.4. summarises the main findings with regard to the clinical signs of AD which 
have been shown in Down Syndrome. A three stage model was proposed by 
Wisniewski, Dalton, Crapper-McLachlan, Wen and Wisniewski (1985). The first stage
showed visual memory loss, impairment of learning capacity and behavioural changes, 
the second stage was associated with loss of comprehension and communication, 
impaired social adaptive skills, bouts of irritability, personality changes and loss of 
personal hygiene and the third stage involved poor sleep, incontinence, seizures and the 
inability to walk.
S ta g e  1(1-3  y e a rs )_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _
M e m o ry : n e w  le a r n in g  d e fe c tiv e , r e m o te  re c a ll  m ild ly  im p a ire d
V isu o s p a tia l  sk il ls ;  to p o g ra p h ic  d is o r ie n ta tio n , p o o r  c o m p le x  c o n s tru c t io n s
L a n g u a g e :  p o o r  w o rd  l is t  g e n e ra tio n , a n o m ia
P e rso n a lity :  in d if fe re n c e , o c c a s io n a l  i r r i ta b i l i ty
P s y c h ia tr ic  fe a tu re s ; s a d n e s s  o r  d e lu s io n s  i n  so m e
M o to r  sy s tem ; n o rm a l
S ta g e  2  (2 -1 0  y e a rs )_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _
M e m o ry ; re c e n t  a n d  re m o te  re c a ll  m o re  se v e re ly  im p a i r e d
V isu o s p a tia l  sk il ls ;  p o o r  c o n s tru c tio n s ,  s p a t ia l  d i s o r ie n ta t io n
L a n g u a g e :  f lu e n t  a p h a s ia
C a lc u la tio n ; a c a lc u lia
P ra x is ;  id e o m o to r  a p ra x ia
P s y c h ia tr ic  fe a tu re s ;  d e lu s io n s  i n  so m e
M o to r  sy s te m ; re s t le s s n e s s , p a c in g
S ta g e  3 (8 -1 2  y e a rs )_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _
In te l le c tu a l  fu n c tio n s ;  se v e re ly  d e te r io ra te d  
M o to r  sy s tem ; l im b  r ig id i ty  a n d  f le x io n  p o s tu re  
S p h in c te r  c o n tro l;  u r in a r y  a n d  f a e c a l  in c o n t in e n c e
T a b le  3 .3 . P r in c ip a l  c lin ic a l  f in d in g s  i n  e a c h  s ta g e  o f  A D  f o r  th e  g e n e ra l  p o p u la t io  
A d a p te d  f ro m  C u m m in g s  &  B e n s o n  1 9 9 2 , r e p ro d u c e d  f ro m  K a r l in s k y , H a rd y  &  
R o ss e r  (1 9 9 3 ).
The clinical picture shown is similar to that of the general population (Crayton and 
Oliver, 1993), but great variability is shown in presentation. A number of authors have 
concluded that the first signs of AD in those with Down Syndrome are the later signs 
of AD in the general population. It is unclear whether the early signs exist or whether 
they are just not able to be detected. Memory loss tends only to be noted in a few 
people with Down Syndrome with a mild learning disability and the first sign for most
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is the loss of self-help skills (Crayton and Oliver, 1993). Dalton and Wisniewski (1990) 
noted that there is no reference in the literature on Down Syndrome to many of the 
changes associated with the general population, e.g. dysarthria, aphasia, anasognosia, 
which would be hard to detect in those with Down Syndrome. Dalton (1992) found 
that the most frequently reported clinical signs in retrospective studies were easy to 
observe.
C o g n itiv e  d e te r io ra t io n D a l to n  e t  a l . ,  (1 9 7 4 ) ; H a x b y  (1 9 8 9 ); T h a s e  e t  a l (1 9 8 4 )
R e d u c e d  a d a p tiv e  f u n c tio n in g H a v e m a n  e t a l (1 9 8 9 ); S c h u p f  e t  a l (1 9 8 9 ); 
E v e n h u is  (1 9 9 0 ); R a sm u sse n  &  S o b sey  (1 9 9 4 )
M o o d  c h a n g e s G ib so n  (1 9 7 8 )
A p a th y /W ith d ra w a l T h a s e  (1 9 8 2 ); B u r t  e t  a l (1 9 9 2 )
E m o tio n a l  la b il i ty T h a s e  e t  a l (1 9 8 4 )
B e h a v io u r  p ro b le m s O ls o n  &  S h a w  (1 9 6 9 ) ; H a b e r la n d  (1 9 6 9 ); 
E ll is  e t  a l (1 9 7 4 ) ; W is n ie w s k i  e t  a l (1 9 8 5 b )
P e rso n a lity  c h a n g e s D a l to n  &  C ra p p e r -M c L a c h la n  (1 9 8 6 ) ; 
B u r t  e t  a l (1 9 9 2 ) ; Z ig m a n  e t  a l (1 9 9 6 )
L a n g u a g e  d e te r io ra t io n H a x b y  (1 9 8 9 ) ; Y o u n g  &  K ra m e r  (1 9 9 1 ); 
C o lla c o tt  (1 9 9 2 )
D iso r ie n ta t io n W is n ie w s k i e t  a l  (1 9 7 8 ); T h a s e  e t  a l  (1 9 8 4 )
R e d u c e d  a tte n tio n T h a s e  e t  a l  (1 9 8 4 )
F o c a l n e u ro lo g ic a l  s ig n s V e a ll  (1 9 7 4 )
A b n o rm a l re f le x e s W is n ie w s k i e t  a l  (1 9 7 8 ) ; T h a s e  e t  a l (1 9 8 4 )
S le ep  d is tu rb a n c e Z ig m a n  e t  a l  (1 9 9 3 )
M o to r  s lo w in g O liv e r  &  H o lla n d  (1 9 8 6 )
M o b ility  p ro b le m s W is n ie w s k i e t  a l  (1 9 8 5 b )
In c o n tin e n c e R o p p e r  &  W il l ia m s  (1 9 8 0 ) ; W is n ie w s k i e t  a l  (1 9 8 5 b )
D e v e lo p m e n t o f  se iz u re s V e a ll  (1 9 7 4 ); W is n ie w s k i  e t  a l  (1 9 7 8 ) ; T h a s e  (1 9 8 2 ) ; 
B u r t  e t  a l (1 9 9 2 )
T a b le  3 .4 . C lin ic a l  c h a n g e s  a s s o c ia te d  w ith  d e m e n t ia  i n  D o w n  S y n d ro m e .
Little information exists regarding the prevalence of delusions and hallucinations. 
Prasher (1997) reviewed the literature of clinical reports of dementia in Down
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Syndrome to 1995, (n=86). None referred to the presence of delusions and only one 
report intimated the possible presence of hallucinations.
To combat the lack of baseline data, Janicki, Heller, Seltzer and Hogg (1995) 
recommend a full assessment of individuals in their mid-twenties, followed up by 
periodic screenings of commonly noted signs and symptoms of dementia. Prasher and 
Filer (1995) also recorded behavioural symptoms associated with dementia most 
commonly noticed by staff. Table 3.5 summarises these screening items.
P R A C T IC E  G U ID E L IN E S
P e r io d ic  s c re e n in g s  s h o u ld  in c lu d e :
U n e x p e c te d  c h a n g e s  i n  r o u t in e  b e h a v io u rs  
R e d u c t io n  i n  f u n c tio n a l  a b il i tie s  
M e m o ry  lo ss  
P ro b le m s  in  n e w  le a r n in g  
C h a n g e  i n  a f fe c t o r  a t t i tu d e /p e rs o n a l ity  c h a n g e  
L o s s  o f  so c ia l  s k i l ls / jo b  
R e d u c e d  c o n v e rs a t io n /c o m m u n ic a tiv e  d if f ic u ltie s  
W ith d ra w a l  f ro m  p le a s a n t  a c t iv it ie s  
N ig h t  t im e  w a k in g , a l te re d  t im e  d if fe re n c e s  
In c re a s e d  o r  d e c re a s e d  r ig id  b e h a v io u ra l  p a t te rn s  
D a y  o r  n ig h t  t im e  w a n d e r in g  
G a it  p ro b le m s  
U r in a ry  in c o n t in e n c e  
_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ O n s e t  o f  se iz u re s_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _
T a b le  3 .5 . I te m s  f o r  p e r io d ic  sc re e n in g . A d a p te d  f ro m  Ja n ic k i , H e lle  
S e l tz e r  &  H o g g  (1 9 9 5 )  a n d  P r a s h e r  &  F i le r  (1 9 9 5 )
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3.6.2 Changes in Adaptive Behaviour
Zigman, Silverman and Wisniewski (1996), summarised the findings from longitudinal 
studies of adaptive functioning. The subject numbers ranged widely from 100 to 2000 
and the studies examined between 3 and 20 behavioural domains, making comparisons 
difficult. They concluded adults with Down Syndrome over 50 years of age showed a 
greater decline in adaptive skills than those without Down Syndrome. Rasmussen and 
Sobsey (1994) found this decline as early as 40 and Schupf, Silverman, Sterling and 
Zigman (1989) showed this decline was not due to the terminal drop in skills prior to 
death or to illness. Zigman et al. (1996) took this as evidence of AD in Down 
Syndrome, although this is not necessarily so as it may be an effect of precocious 
ageing.
3.6.3 Neuropsychological Changes
Oliver and Holland (1986) reviewed mainly cross-sectional studies of age-related 
cognitive deficits in Down Syndrome. They found that deficits indicative of AD are 
more likely to be associated with increasing age in Down Syndrome than other forms 
of learning disability and shows a pattern similar to the general population (Crayton 
and Oliver, 1993). Changes in orientation, attention span, memory, object naming and 
praxis have been noted (Wisniewski, Howe, Williams and Wisniewski, 1978; Thase, 
1982; Thase, Tigner, Smeltzer and Liss, 1984; Owens, Dawson and Losin, 1971; 
Dalton, Crapper and Schlotterer, 1974; Dalton and Crapper, 1977). However, this 
literature may be criticised for having small sample sizes, lack of appropriately matched 
controls, lack of comprehensive screening controls, e.g. for hypothyroidism, few 
subjects over 50 years old, no baseline levels of functioning and insensitive 
neuropsychological tests (Crayton and Oliver, 1993).
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There is great variation in IQ in those with Down Syndrome (Breg, 1977), but many 
cross-sectional studies have either ignored this or assumed similar distribution of IQ 
across age groups. Even if groups are matched for the level of learning disability, it is 
still unknown whether the recorded level is their optimum level of functioning or early 
or late stage dementia (Oliver and Holland, 1986). A commonly used control group for 
these studies is other learning disabled individuals without Down Syndrome. Recent 
research suggests there is an increased risk of dementia in this group as compared to 
those without a learning disability (Cooper, 1997) and they are also found to have an 
increased prevalence of AD neuropathology after the age of 65 (Popovitch, 
Wisniewski, Barcikowska et ah, 1990). The use of those with a learning disability as a 
control group is therefore questionable until further research is conducted into the 
epidemiology of AD in this population.
More recent studies have mainly looked at short-term memory (Crayton and Oliver, 
1993), although Haxby (1989) showed that demented and non-demented subjects with 
Down Syndrome over the age of 35 performed worse than younger subjects on tests of 
the ability to commit new information to long-term memory. Wisniewski, Dalton, 
Crapper-McLachlan et al. (1985) demonstrated evidence of impairment of learning 
capacity and visual memory loss in those with severe and profound learning disability. 
Some cross-sectional studies report no memory loss, but this may be the earliest sign in 
longitudinal studies.
Changes in cognitive measures with age in longitudinal studies were reviewed by 
Zigman et al. (1996). The sample size ranged from 20 to 34. No changes were found in 
short term and long term visual and auditory memory, fine and gross motor control, 
expressive and receptive language, non verbal intelligence and visuospatial abilities. 
These findings may be related to the oldest subjects being in their 50s and therefore the 
subtle early changes would not necessarily be showing. Also, those included in the 
studies of Devenny, Hill, Paxtot, Silverman and Wisniewski (1992) and Burt,
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Loveland, Chen et a l (1995) showed no signs of dementia prior to entering the study 
and therefore may be unlikely to show decline over the period studied. In addition, all 
subjects had a mild or moderate learning disability, therefore mild phenotypic 
expression of the Down Syndrome gene and therefore may be likely to have mild or 
later AD expression. The test used may also have been of low sensitivity (Zigman et 
al., 1996).
Table 3.6. outlines the findings of a selection of neuropsychological studies conducted 
since 1992. In general they are cross-sectional in design and have small sample sizes, 
making any conclusions tentative. A longitudinal study by Haxby and Schapiro (1992) 
concludes there is a prodromal phase of predementia which may or may not progress to 
dementia, and is shown by a selective pattern of impairment of recent memory and 
visuospatial function with relative preservation of language and immediate memory 
span. At this stage progressive brain atrophy is not shown and adequate functioning 
may continue. Only sensitive longitudinal tests will highlight these changes. Dementia is 
associated with global neuropsychological impairment, shown by sharp drops in test 
performance, although a drop in memory may be noted prior to a drop in language, 
which may occur just after the onset of dementia. It is also associated with progressive 
brain atrophy and metabolic abnormalities. They question whether a protracted 
prodromal phase, with AD neuropathology but no clinical signs, also exists in the 
general population and some evidence of this exists (Crystal, Dickson, Fuld et al., 
1988; Katzman, Terry, De Teresa et al., 1988), although it is more likely that this 
prodromal phase would be noticed due to the demands made on this group in everyday 
life.
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Study Subjects Measures Findings
Haxby & Schapiro 
(1992)
Longitudinal
21 DS 
13<40;8>40
Stanford-Binet Intelligence Scale; 
Down Syndrome Mental Status 
Examination.
Non-demented older DS had lower scores in 
overall function and in recent memory and 
visuospatial construction. Scores were not 
lower on tests of language and only just lower 
on scores of immediate memory span.
Demented DS had significantly lower scores 
than non-demented older DS on all measures.
Non-demented older DS showed significant 
with in-subject longitudinal decline on memory 
only
Variation existed on an individual basis
Brugge, Nichols, 
Salmon 
Hill, Delis, Aaron 
<& Trauner 
1994
Cross-sectional
17DS, 7LD 
(22-51) 
matched age 
and IQ
Wechsler Adult Intelligence 
Scale (Revised);
Wechsler Memory Scale 
(Revised);
California Verbal Learning 
Test - Children's Version; 
Boston Naming Test;
Peabody Picture Vocabulary 
Test (Revised);
Stanford-Bind. Intelligence 
Scale - memory for 
sentences/memory for objects; 
Letter and Category Fluency 
Tests;
Beery Developmental test of 
Visual Motor Integration; 
McCarthy Scales o f Children's 
Abilities - opposites subtest; 
Halstead-Reitan Battery - 
finger tapping;
The short delayed savings score in the 
CVLT-C declined with age in DS but 
not in controls. This score discriminated 
DS from controls.
Four individuals showed decline on 
other tests.
DS more impaired on long delayed 
savings, Boston Naming Test, WMS-R 
immediate and delayed visual reproduction, 
intrusions and false positives on CVLT-C. 
(AD related). No age related decline.
DS more impaired on finger tapping, 
PPVT-R, WAIS-R similarities, Stanford- 
Binet memory for sentences (non AD 
related).
Das & Mishra (1995) 
Cross-sectional
23DS;
23nonDS
26-40
8DS;
18nonDS
41-60
Cognitive Assessment 
System - tests for Planning, 
Attention and Simultaneous 
and Successive Coding.
DS showed poorer performance on two 
verbal tests of information coding and 
one test of articulation as compared 
with nonDS, irrespective of age.
DS show age related decline in 
attention, planning and articulation as 
early as 40.
Das, Divis, 
Alexander 
et al. (1995)
Cross-sectional
31nonDS 
40-49 & 
50-62 
4 groups
Dementia Rating Scale; 
Peabody Picture Vocabulary 
Test (Revised);
Matrix Analogies Test - 
Expanded Form;
Cognitive Assessment 
System
Significant decrements with a sudden 
decline after the age of 50 in the DRS 
and PPVT-R, i.e. tests of general 
ability.
Matix Analogies Test was too difficult
DS showed largo- decline than nonDS 
on tests of planning and attention than 
tests of coding.
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Study Subjects: Measures "Finding?
Devenny, 
Silverman, Hill, 
Jenkind, Sersen 
& Wisniewski 
1996
Longitudinal
91DS;64nonDS IBR Evaluation of Mental 
Status;
Selective Reminding Test 
Visual Memory Test 
Wechsler Intelligence 
Scale for Children 
(Revised), block design 
digit span and coding 
subtests
Younger DS showed small increases 
over time on Selective Reminding Test. 
Older DS showed slight decreases.
DS and non DS older subjects performed 
poorer on SRT and coding.
Only 4/91 showed changes consistent 
with dementia and alternative causes 
were possible in all these cases.
Jordens, 
Evenhuis, 
Janssen (1997)
Cross-sectional
46DS;48nonDS 
10-50 years 
mild, moderate 
and severe 
learning 
disability
Dementia Questionnaire 
for the Mentally Retarded
Decline in cognitive functioning between 
the age of 30 and 40 in DS.
No overall age related cognitive decline 
in DS.
No age related decline in social 
functioning.
Table 3.6. Recent neuropsychological studies assessing changes with age in those with Down Syndrome.
The range of ages investigated by Brugge, Nichols, Salmon et al. (1994) is wide for the 
sample of 17 and it is not clear how many were in each age group, but none were 
above the age of 51. They investigated changes in the short delayed savings score (the 
percent of memory retention over a short delay) which has been shown to be one of the 
best variables in discriminating between AD patients with mild dementia and 
non-demented controls in the general population. Using a large test battery, they found 
that the short delayed savings score discriminated between groups and declined with 
advancing age in the Down Syndrome population. The Down Syndrome group were 
more impaired on AD related variables, but these did not decline with advancing age. 
No age dependent decline was shown in verbal skills and non-memory verbal tests 
were not sensitive in detecting early dementia in Down Syndrome adults. Careful 
screening for other possible causes of decline was undertaken. However, the study was 
conducted on a population of those with mild to moderate learning disabilities due to 
the difficulty of the test battery (mean IQ = 55.3 +/- 1.6). It may be that the differences 
between the two Down Syndrome groups reflect ageing rather than dementia, but 
Brugge et al. argue that as the short delayed savings score is sensitive to changes in the
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general population related to AD, then it is likely the difference is due to dementia 
rather than ageing.
Das and Mishra (1995) show that adults with Down Syndrome show poorer verbal and 
articulation ability irrespective of age, but show an age related decline in attention, 
planning and articulation, as early as the age of 40. Although no intensive screening 
procedure is outlined, the authors argue that the results show an insignificant 
contribution by sensory defects, due to the specific rather than global nature of the 
decline, with difficulties only observed in three of ten tasks. They recommend tests of 
planning, attention and articulation as potentially more sensitive than tests of successive 
and simultaneous coding of visuospatial and auditory information in measuring 
dementia. The sample is described as having moderate to severe learning disability, but 
all subjects were in work or on work placement, suggesting a more flexible criteria for 
learning disability may have been used.
Das, Divis, Alexander, Parrila and Naglieri (1995) conducted a similar study, but with a 
larger number of subjects over the age of 50 and including global measures of 
intellectual functioning. They again suggest that tests of planning and attention may be 
used as indicators of early signs of dementia. However, the initial matching of control 
groups was unsatisfactory in that the young non Down Syndrome group had a 
significantly higher IQ than the young Down Syndrome group, although the authors 
argued the groups had similar developmental histories. Again, no screening process is 
employed to rule out the effects of sensory deficits, depression, hypothyroidism, etc. 
However, the study does show that tests are able to pick up specific rather than 
pervasive impairments and therefore help in the detection of early dementia. Tests of 
verbal ability showed impairments regardless of age due to the language problems of 
those with Down Syndrome (Marcell and Cohen, 1992).
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Devenny, Silverman, Hill et al., (1996) published results of the first 6 years of a 
longitudinal study. They had quite a large sample. Although most subjects did not have 
age-associated declines in performance on the majority of tests used, there was a 
significant difference between groups on a test of long term memory and psychomotor 
speed, but they felt this was indicative of ageing rather than dementia. They concluded 
that their findings still indicated that some age-associated changes in functioning are 
related to ‘normal’ but precocious ageing in adults with Down Syndrome and that the 
risk of those with mild or moderate learning disability and Down Syndrome of 
developing dementia in the fourth or fifth decade may be lower than expected.
Jordens, Evenhuis and Janssen (1997) aimed to gather more information on the 
cognitive functioning of people with Down Syndrome at younger ages, between 10 and 
50 years, and to investigate the presence of a rapid decline in functioning over a certain 
age in those with Down Syndrome compared to those with other learning disabilities. 
This study actually controlled for intellectual ability and age. However, in a sample of 
94 subjects this only allowed for 4 subjects in each group and 2 subjects with Down 
Syndrome between 30 and 40 and with a severe learning disability. They found a 
decline in cognitive functioning in the Down Syndrome group aged 30 to 40, but did 
not find the expected linear decline in cognitive functioning with age in Down 
Syndrome. No significant decline in social functioning with age was found. The results 
support Devenny et al. (1992 and 1996) in that the onset of cognitive decline before 50 
in those with Down Syndrome is questionable.
3.7, APPLICABILITY OF ASSESSMENT MEASURES
Dalton and Wisniewski (1990) state that none of the standardised instruments for 
measurement of intellectual, personality, memory, cognitive and other functions are 
appropriate for the evaluation and assessment of signs of dementia in persons with 
Down Syndrome apart from those who are mildly or moderately learning disabled due
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to the floor effects which would be likely to be seen with this population. Tests are 
insufficiently evaluated for populations with an IQ lower than 50 (Jordens et al., 1997) 
and large test batteries (e.g. Haxby, 1989; Brugge et a l, 1994) are limited to those 
with good speech and language skills. The usefulness of dementia tests developed for 
the general population when applied to those with Down Syndrome is unknown and 
Dalton and Crapper-McLachlan (1986) describe a number of problems with existing 
measures. The reliability may not be established, the measure may have too few items 
to be sensitive for this population, they may be heavily loaded with language items and 
therefore may only be useful in early stages of AD with those with a mild learning 
disability. However, Das et al., (1995) have demonstrated that the Dementia Rating 
Scale (Mattis, 1988) developed for the general population is a valid measure of 
dementia in those with Down Syndrome, although only a small number of subjects over 
50 were studied for use with multivariate techniques and no screening procedure for 
other causes of cognitive decline is described.
There are few screening instruments which have been developed for the Down 
Syndrome population. But the Dementia Questionnaire for the Mentally Retarded 
(DMR) (Evenhuis, 1992) which is a standardised measure based on DSM-IV and 
compatible with ICD-10, yielding three cognitive and five social subscales, the Down 
Syndrome Mental Status Examination (Haxby, 1989) and the Dementia Scale for 
Down Syndrome (Gedye, 1995) and the ESDC (Visser, Aldenkamp, van Huffelen et 
a l, 1997) do exist.
Longitudinal based instruments, behaviour rating scales, inventories of daily living skills 
and questionnaires rely on knowledge of the person by a carer, which may not be 
achieved in services where staff change frequently (Dalton and Crapper-McLachlan, 
1986). However, many such instruments have been used with this population and are 
recommended by Aylward et al. (1995).
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Many tests of intellectual functioning may not be sensitive enough for this population. 
The Wechsler Adult Intelligence Scale - Revised (WAIS-R; Wechsler, 1981), 
Stanford-Binet Intelligence Scale (Thorndike, Hagen and Sattler, 1986) and Wechsler 
Memory Scale - Revised (WMS-R; Wechsler, 1987) are not standardised on 
institutional populations, and may be subject to floor effects for those with severe 
learning disabilities and those in late stages of AD (Dalton, 1992). Many tests for 
extensive neuropsychological assessment are not normed on learning disability or 
Down Syndrome. Dalton and colleagues have developed tests specifically designed for 
severely to profoundly retarded adults which have been normed on this population. 
Oliver and colleagues (Crayton and Oliver, 1993) have also developed a test battery for 
the learning disabled population and Thompson (1994) has developed a 
neuropsychological test batteiy for assessing dementia in this population.
3.8, RECOMMENDATIONS
Due to the advances in medical care, the issue of AD in Down Syndrome is a growing 
issue, and will continue to be of importance until genetic research develops a 
preventative technology. The literature is in its infancy and as such this is an opportune 
time to further develop the international collaboration proposed by the work groups of 
the American Association on Mental Retardation (Aylward et a l, 1995; Janicki et al., 
1995; Zigman et a l, 1995) for the establishment of criteria for the diagnosis of 
dementia with individuals with learning disabilities.
It is clear that there needs to be a comprehensive assessment procedure guided by 
international consensus, but implemented locally. This should include the establishment 
of baseline measures of intellectual, behavioural and cognitive functioning for all those 
with Down Syndrome prior to the age of 40, followed up by screening assessments on 
a yearly basis in order to highlight subtle early changes which may indicate the onset of
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AD. Once noted, comprehensive screening for other causes of deterioration would 
need to be undertaken.
There is an urgent need for the development and validation of assessments for those 
with Down Syndrome, for the measurement of global intellectual and specific cognitive 
decline. Some advances in this area are being made, but clearly more needs to be done. 
The dynamic nature of AD in Down Syndrome needs to be taken into consideration in 
any evaluation strategy (Dalton, 1992). Through further study, a sensitive clinical 
profile of AD in Down Syndrome may emerge with less emphasis on cognitive change. 
Laboratory investigations including MRI, EEG and P300 latency may prove useful 
with further study.
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CLINICAL DOSSIER
AN EVALUATION OF A REMINISCENCE GROUP 
FOR OLDER ADULTS WITH A LEARNING
DISABILITY
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4.1. INTRODUCTION
The elderly population in the UK is growing. In 1995, the percentage of people over 
60 was 20.7% and it is projected that this will increase to 30% by the year 2020 
(Janicki, 1997). This is mainly due to advances in healthcare increasing longevity and 
the 'baby boom’ generation, moving through into older age. This pattern of increased 
longevity is reflected in the learning disability population (Wolf and Wright, 1987). 
This is likely to be for the same reasons, but with greater impact of advances in 
healthcare, for example, the treatment of hydrocephalus.
A higher incidence of psychopathology has been reported in the learning disabled than 
the non-learning disabled population as a whole (Matson, Dettling and Senatore, 
1980), Although Sison and Cotten (1989) summarised that there is no clear picture in 
the literature as to whether the incidence of mental disorder is greater for older adults 
with a learning disability than the general population. Hogg and Moss (1993) studied a 
community cohort of 105 people with learning disabilities aged between 50 and 90 
years. They found 11.4% (n = 12) had a diagnosable psychiatric disorder, mainly 
depression or generalised anxiety (excluding dementia and in the absence of behaviour 
problems). In a hospital sample of 124 residents with learning disabilities, aged 
between 60 and 94 years, Sansom, Singh, Jawed and Mukheijee (1994) diagnosed 
affective disorder in 8.9% and schizophrenia in 6.5% of cases. Cooper (1997) reports a 
rate for current psychiatric disorder of 61.9% for a population of older adults with 
learning disabilities as compared to 43.8% for a control group of younger learning 
disabled adults. The presence of dementia and behaviour disorder are included in the 
analysis, which cause the rates to be particularly high, and not comparable with the 
previous results. But higher rates of depression and anxiety (6% and 9% respectively as 
compared to 4.1% and 5.5% respectively) were demonstrated. Given the problems in 
assessment and diagnosis in this population, these rates may be comparable with, if not
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greater than a rate of perhaps 20% for psychiatric problems in the general elderly 
population (Moss, 1997).
Rates of dementia in those with Down Syndrome are much higher than the general 
population (Prasher, 1995) and the risk of dementia in people with learning disabilities 
as a whole is now also emerging as higher than that in the general population. Cooper 
(1997) found rates of 13% in those over fifty and 21% in those over sixty-five with a 
learning disability, as compared with 1% in those from sixty to sixty-five and 5.7% in 
those from seventy-five to eighty in the general population (Hofman, Rocca, Brayne et 
a l, 1991). Only five out of Cooper’s cohort of 134 people with learning disabilities had 
Down Syndrome and therefore this factor was not responsible for the increased 
prevalence rates.
High levels of psychiatric morbidity and cognitive decline in elderly people with 
learning disabilities is multi-determined. Lewis (1971) outlined the losses that all adults 
have to face in later life, in terms of separation from occupational identity, death of 
irreplaceable loved ones, consequent increased loneliness, loss of physical health and 
the cessation of accustomed life habits through change in life circumstances, for 
example, retirement. It has also been pointed out that old age is the only life stage with 
no fixture (Butler, 1974). All of these factors are likely to increase the-risk of 
depression in the elderly. Some of these losses will also be relevant to those with 
learning disabilities or more so, for example, the loss of ‘normal’ social roles, i.e. 
occupation, marriage and parenthood, the loss of family members may wipe out the 
whole of the person’s social network, the loss of a ‘healthy’ self through learning 
disability and repeated rejections through institutional care. They may also have to 
face the loss of the life they did not have, with moves into the community possibly 
enhancing a knowledge of what could have been.
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Cooper (1997) outlines some of the many factors which may predispose people with 
learning disabilities to psychiatric disorders and cognitive decline. These include; 
biological factors, for example, pre-existing brain damage, epilepsy and genetic 
syndromes; psychological factors, including low self-esteem, brought about by a 
number of factors including over-protectiveness in parents, frequent placement changes 
and broken relationships, lack of a consistent parental figure, a high risk of neglect, 
exploitation and abuse, and limited life choices; social factors including stigmatisation, 
low income and trying to live within ‘normal5 acceptable social rules. Levels of 
functioning in older people with learning disabilities have also been related to daytime 
activity (Botuck and Levy, 1995) and quality of care (Gennep, 1995).
Prevention of mental health problems and cognitive decline is therefore of great 
importance in populations of older people with learning disabilities. The thrust of the 
preventative and therapeutic work needs to come from within the caring professions, 
since contact with these services will inevitably increase as a result of longevity. 
However, in general there is a lack of service planning and policy for older people with 
a learning disability in the UK (Robertson, Moss and Turner, 1996). There are few 
therapeutic or preventative approaches available for the general elderly population, and 
few of these have been applied to those with learning disabilities. Reminiscence is seen 
as one approach which may have therapeutic value for work with the elderly,-and has 
recently begun to be applied to the learning disabled population.
This piece of work will review the published literature on the concept and functions of 
reminiscence, the use of reminiscence therapy with older adults without a learning 
disability and the limited literature for the use of this therapy with the learning disabled 
population. It will then go on to describe a reminiscence group run with older adults 
with a learning disability.
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4.2. LITERATURE REVIEW
4.2.1 THE CONCEPT OF REMINISCENCE
Reminiscence has been defined in the literature in a number of different ways, including 
'the act or process of recalling the past’ (Butler, 1963) and ‘the act or habit of thinking 
about or relating past experiences, especially those considered personally most 
significant' (McMahon and Rhudick, 1964). Havighurst and Glasser (1972) stated that 
reminiscence could be oral or silent, purposive or spontaneous and stated that it was 
not the recalling of facts in order to make a decision or daydreaming about the future. 
However, no precise definition has been determined and accepted universally and the 
literature has not clearly differentiated reminiscence from recollecting, daydreaming or 
nostalgia (Merriam, 1980). This lack of definition was raised by Merriam in 1980 and 
again by Haight, ten years later in 1991, showing little change in research focus and 
continuing to make comparison across studies difficult.
The relationship between reminiscence and memory has been largely unexplored in the 
literature, although Havighurst and Glasser (1972) described it as an aspect of memory 
and Coleman (1974) and Lewis (1971) used an arbitrary cut off of 5 years or older as 
memory constituting reminiscence. More recently, Kovach (1991) reiterates the lack of 
exploration of the relationship of reminiscence to memory in the literature, but 
highlights the importance of retrieval ability and selectivity processes as antecedents for 
reminiscence.
4.2.2 REMINISCENCE IN  OLDER ADULTS
It is generally agreed in the literature that older adults are more preoccupied with the 
past or at least deal with it in a different way (Lamme and Baars, 1993). It has been 
noted that reminiscence is both more frequent (Havighurst and Glasser, 1972) and 
more intense (Butler and Lewis, 1974) in old age, although it is universal at all ages
87
from the age of ten (Havighurst and Glasser, 1972). McMahon and Rhudick (1964) 
leant support to this claim. They found that when a group of older adults was 
instructed to talk about anything they wanted, 66% of the content was on the remote 
past. However, Thornton and Brotchie (1987) in their critical review of the literature 
argued that the prevalence rates of reminiscence in older adults had not been compared 
with younger age groups.
4.2.3 THE FUNCTIOM_QE_REMINISCENCE IN  OLDER ADULTS
Although in contemporary Western society in the earlier part of the century the older 
person who reminisces has been viewed as a wise elder whose storytelling can provide 
useful lessons (Coleman, 1994), the popular stereotype is associated with frailty, 
dementia and poor mental health and has therefore been seen in a negative light. 
However, McMahon and Rhudick (1964) found no correlation between the frequency 
of reminiscence and intellectual decline in a sample of non-institutionalised veterans 
aged between 78 and 90 years. Although this is the only study on this issue and is quite 
old, the evidence negates the classic view of reminiscence and suggests the 
phenomenon should also be seen in people with learning disabilities.
Butler’s 1963 paper, 'The Life Review: An Interpretation of Reminiscence in the Aged', 
is regarded as the seminal paper in this area, and responsible for changing the view of 
reminiscence in older adults. In this paper, Butler outlined his ideas that Life Review is 
the function of reminiscence in the elderly. He refers to the eight stages of 
development, outlined by Erikson (1950) in the 'Eight Ages of Man' of trust versus 
mistrust, autonomy versus shame or doubt, initiative versus guilt, industry versus 
inferiority, identity versus role confusion, intimacy versus isolation, generativity versus 
stagnation and the final stage of older adulthood of ego-integrity versus despair. 
Ego-integrity is defined as 'a post-narcissistic love of the human ego - not of the self - 
which conveys some world order and spiritual sense, no matter how dearly paid for' in
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other words 'it is an acceptance of one's one and only life cycle as something that had 
to be and that by necessity permitted no substitutions' (p.241). The alternative is 
despair which accompanies the realisation that life is now too short to try any other 
route to integrity.
Butler theorised that ego-integrity was the goal of Life Review and the function of 
reminiscence was to facilitate Life Review. It was seen as a naturally occurring, 
universal, adaptive, constructive, progressive process of surveying, reflecting upon and 
reintegrating past experience, particularly unresolved conflicts, in order to provide 
significant meaning to life, prepare for death and allay fear. Lappe (1987) saw this as 
the congruence between one's past experience and one's value system. The achievement 
of ego-integrity is indicated by successful adaptation to old age, maintenance of 
self-esteem and self-concept, freedom from depression and feelings of loneliness, 
satisfaction with life, freedom from anxiety related to death, personal adjustment, 
acceptance of losses, coping with stress and the amelioration of anxiety, guilt and 
fatigue (Beadleson-Baird and Lara, 1988). The greater the conflict existing in the 
person, the more work needs to be done before reintegration and it may not be 
completed prior to death. Success has been said to be related to environmental factors, 
such as freedom from stress, and personality factors, such as flexibility or resilience. 
However, Life Review has also been seen as having potentially psychopathological 
manifestations, including severe depression, panic, guilt, obsessive rumination, 
increased rigidity and isolation. Those who avoided the present and emphasised the 
future, which puts expectations on old age which it can't deliver, those who have 
injured others intentionally and the arrogant were thought by Butler to be at risk 
(1963).
Butler felt that the process of Life Review was prompted by the realisation of 
approaching death and the awareness by the person of their own mortality, thereby 
accounting for increased reminiscence in the elderly. He cited the increase in
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reminiscence in those who are fatally ill or condemned to death and the 'life flashing by1 
phenomenon reported in the process of dying as supportive of the significance of death 
in the process.
There is support for this theory in the literature, in that reminiscence has been found to 
be positively correlated with ego-integrity and remembering negative or painful events 
(Boylin, Gordon and Nehrke, 1976) and a negative correlation has been found between 
life satisfaction and the frequency of reminiscence, suggesting that those who are 
dissatisfied with life need to engage in greater levels of Life Review (Brennan and 
Steinberg, 1984). However, although the majority of research suggests that the 
relationship is less simple than evinced by this theory and the supporting evidence is 
questionable, most studies continue to cite only this as a theoretical base.
Other studies have findings showing mixed support or which are contradictory to 
Butler’s view. Those engaging in high frequency reminiscence were found to feel better 
about their past and show greater levels of life satisfaction, but both high and low 
reminiscers were satisfied with life, were active and showed future planning (Oliveria, 
1977). High reminiscers have been shown to have good personal social adjustment and 
a positive affect for reminiscing (Havighurst and Glasser, 1972). The content of 
reminiscences has been found to be mainly positive (Oliveria, 1977; McMahon and 
Rhudick, 1964; Romaniuk and Romaniuk, 1981). Also, nondepressed elderly have been 
found to reminisce more than depressed elderly (McMahon and Rhudick, 1964), 
although Thornton and Brotchie (1987) suggested the results may reflect the reduced 
behavioural output shown by depressed individuals. Kovach (1990) found no evidence 
in the literature to suggest that an awareness of mortality is related to increased Life 
Review.
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Some authors, examining the content of reminiscences found that some reminiscers 
showed a ‘halo effect’, in terms of depreciating the present and glorifying the past 
(McMahon and Rhudick, 1964), and some showed myth and drama in the content of 
their reminiscence and representing themselves as a hero in order to justify that their 
life was worth living (Revere and Tobin, 1980). This may be consistent with a process 
of Life Review, since a realistic appraisal of the past is perhaps not necessary.
Some authors have found that different types of reminiscence are shown by different 
individuals, which suggests variation in reminiscence which cannot be accounted for by 
Butler’s theory. For example, Coleman (1974), LoGerfo (1980) and McMahon and 
Rhudick (1964) highlight 4 types of reminiscence;
1) simple reminiscence - recalling the past
2) informative reminiscence - storytelling, using the past to teach
others
3) Life Review
4) obsessive reminiscence - the result of guilt, stress or grief.
In 1981, Romaniuk and Romaniuk, divided reminiscence into two general categories of 
intrapersonal (private thought) and interpersonal (conversational). This early work has 
had little follow-up, although Kovach (1991) divided reminiscence into ‘validating’, i.e. 
personal sources of meaning, capabilities and strengths and ‘lamenting’, this latter 
being similar to Life Review in terms of being a process by which an individual may 
come to terms with the past. Soltys and Coats (1994), in their SolCos Model, 
differentiate reminiscence in terms of the outcome for clients (perspective, closure, 
gratification and resolution). As can be seen, different types have been delineated on 
the basis of mode, content and function, again adding to the confusion in the literature. 
However, there seems to be a consensus that there are various types and functions to 
reminiscence. It is not a homogeneous or unifunctional concept as originally suggested 
by Butler.
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Coleman (1974), in one of the only studies investigating the functions of different types 
of reminiscence, showed that those dissatisfied with their past did engage in more Life 
Review, but that there was no relationship between adjustment and either Life Review 
or simple reminiscence, although informative reminiscence was related to present 
adjustment in men.
Lewis (1971) found that those who engaged in higher frequency reminiscence showed 
a greater consistency between past and present self-concept when under stress, which 
he felt was indicative of greater adaptation to old age. He suggested reminiscence may 
be an adaptive defence mechanism for some older people dealing with current threats 
to self-esteem, for example, losses associated with ageing, by linking present 
self-concept to past self-concept. Similarly, Randall (1986) proposed that the healthy 
self has a self-cohesion, but that painful but temporary 'fragmentation' occurs in times 
of loss or stress. Ageing tests this self-cohesion and self-esteem and resources for the 
survival, maintenance and restoration of the self are extremely important. He suggests 
that reminiscence may be one resource.
The contextualist interpretation suggests that context plays an important part in the 
function of reminiscence for each individual. Randall (1986) suggested that the sense of 
having lost one's future may not be as important as Butler suggests and that 
institutional elderly may be more likely to despair due to the lack of control they have 
over their situation. Reminiscence is seen as facilitating the integration of new 
experiences and therefore adaptation to the environment (Lamme and Baars, 1994). 
However, although Lieberman and Falk (1971) showed that increased reminiscence 
occurred at times of stress and change, this was unrelated to subsequent adaptation to 
a new situation.
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More recently, the importance of social factors in the function of reminiscence has been 
highlighted (Lamme and Baars, 1994), such as age stratification, social change, social 
inequality, the role of caring services for the elderly and cultural images of ageing.
The theoretical basis for the reminiscence literature has been criticised for being limited 
in its attempt to link practice to theory (Kovach, 1990; Lamme and Baars, 1993), with 
only the theories of Butler (1963) and Erikson (1950) being quoted in the vast majority 
of the literature. Little research effort seems to be directed into differentiating the 
functions of reminiscence under different circumstances for different groups of people, 
and finding empirical support for these.
4.2.4 RESEARCH FINDINGS .
4.2.4.1 Older Adults Without a Learning Disability
There is a large literature in this area, which, in fact, may blur rather than clarify the 
position as to whether reminiscence therapy is a useful tool. Literature reviews tend to 
review selected literature, but do not make clear the criteria upon which the selection 
has been made (Haight, 1991). Given the diversity of the research findings, this 
selection process may produce differing views of the research and findings, thereby 
contributing to the difficulty readers have in understanding the current state of the 
literature. Much of the literature is quite old, following on from Butler’s seminal work, 
with a revival of interest in the nineties. Table 4.1. summarises the main studies in this 
field.
Results from interventions with individuals have been conflicting, yielding both positive 
(Lewis, 1971; Havighurst and Glasser, 1972; Haight, 1988; Fallot, 1980), mixed 
(Coleman, 1974) and negative results (Lieberman and Falk, 1971; Boylin,
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Studies with Individuals
M c M a h o n  &  R h u d ic k , 19 6 4 L e w is , 1971
L ie b e rm a n  &  F a lk ,  1971 H a v ig h u r s t  &  G la sse r , 197 2
C o le m a n , 1974 B o y lin , G o rd o n  &  N e h rk e , 19 7 6
F a llo t,  1980 R o m a n iu k  &  R o m a n iu k  1981
B r e n n a n  &  S te in b e rg , 198 4
G ro u p  S tu d ie s
K ie m a t ,  197 9 M c M o rd ie  &  B lo m , 1 9 7 9
P e r ro t ta  &  M e a c h a m , 1982 G o ld w a sse r , A u e rb a c h  &  H a rk in s ,  1 9 8 7
L a p p e , 19 8 7 B a in e s ,  S a x b y  &  E h le r t ,  1 9 8 7
O rte n , A l le n  &  C o o k , 198 9 R a tte n b u ry  & S to n e s , 19 8 9
F ie ld e n , 1990 C o o k , 1991
W o o d s, P o r tn o y , H e a d  &  Jo n e s , 1992 N a m a z i  &  H a y n es , 19 9 4
S u b je c ts  f o r  g ro u p  in te rv e n t io n s
E ld e r ly D e p re s se d
R a tte n b u ry  & S to n e s , 19 8 9 P e r r o t ta  &  M e a c h a m , 19 8 2
F ie ld e n , 19 9 0
C o o k , 1991
C o n fu se d D e m e n te d
O rte n , A l le n  &  C o o k , 198 9 K ie m a t ,  1979
B a in e s ,  S a x b y  &  E h le r t ,  1 9 8 7 G o ld w a ss e r , A u e rb a c h  &  H a rk in s ,  1 9 8 7
N a m a z i  &  H a y n e s , 1 9 9 4
W o o d s , P o r tn o y , H e a d  &  Jo n e s , 1 9 9 2
T a b le  4 .1 . S u m m a ry  o f  R e s e a rc h  S tu d ie s  f o r  O ld e r  A d u lts .
Gordon and Nehrke, 1976; Brennan and Steinberg, 1984). Group interventions have 
had greater success, but this discrepancy may be a bias due to length of intervention 
rather than mode of intervention, given that group interventions are generally longer 
due to the resources involved in individual therapy (Haight, 1991). The effect of the 
interaction between group members is also likely to be important. Haight summarised 
that out of ninety-seven articles on reminiscence, only seven had negative outcomes, 
although many of these are anecdotal or may be criticised on methodological grounds. 
The positive results may be a publishing bias rather than a real indication of the success 
of this technique.
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Group interventions have shown positive results in terms of greater personal 
well-being (Rattenbury and Stones, 1989; Fielden, 1990), self-esteem (Lappe, 1987), 
life satisfaction (Fielden, 1990), social interaction (Fielden, 1990), cognitive 
functioning (Baines, Saxby and Ehlert, 1987; Goldwasser, Auerbach and Harkins, 
1987; Namazi and Haynes, 1994) and depression (Goldwasser et al., 1987). Haight 
(1991) only cited one evaluative study with negative results (Perrotta and Meacham, 
1982), who found no change on measures of self-esteem and depression. Although this 
lack of published negative findings is typical, further conflicting evidence has been 
found in more recent studies and studies not covered by Haight’s review. Cook (1991) 
supported Perrotta and Meacham (1982) in finding no change in self-esteem or 
depression with a group reminiscence intervention. No significant change has also been 
found in life satisfaction (Cook, 1991; Baines et al., 1987), activity levels (Goldwasser 
et al., 1987) and levels of participation (Namazi and Haynes, 1994). The two studies 
not showing positive effects for self-esteem (Perrotta and Meacham, 1982; Cook, 
1991) used the same measure of self-esteem, unstandardised on the elderly population, 
which may not be a sensitive measure, although Lappe (1987) did show positive effects 
using this measure. Also, two of these studies were on confused or demented elderly 
people (Baines et al., 1987; Namazi and Haynes, 1994) for whom appropriate 
measures for capturing change need to be developed.
The research literature may be criticised on two main points. Firstly, as with the wider 
literature, the concept of reminiscence is not clearly defined and different studies use 
different types of reminiscence making comparisons across studies difficult. Perrotta 
and Meacham (1982) do delineate reminiscence into simple, positive, Life Review or 
informative and Cook (1991) defines the type of reminiscence used as positive. 
However, some studies, although describing the methodology for prompting the 
reminiscence, for example, the Recall pack (Help The Aged, 1981; Fielden, 1990; 
Baines et al., 1987) or the use of sensory stimuli (Namazi and Haynes, 1994), do not 
define the type of reminiscence. Most studies seem to use simple reminiscence, i.e.
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recalling the past, but provide few details. This support Haight (1991) who calls for 
greater attention to the cwho, what, when, where and why’ of reminiscence.
Secondly, the methodology of studies has been called into question. Some are 
anecdotal (Norris and El Eileh, 1982) and without the use of standardised measures, 
control or comparison groups and follow-up. Samples often cover an extremely broad 
age range, for example, 58 to 101 (Orton, Allen and Cook, 1989). It has been 
suggested that different ages may benefit to different degrees from reminiscence 
therapy (Perrotta and Meacham, 1982), which suggests such a wide range of age may 
affect outcome, although no relation to age was found in the study cited. Sample sizes 
and group sizes vary considerably across tlie literature, with sample size ranging from 
10 (Woods, Portnoy, Head and Jones, 1992) to 56 (Orton et al., 1989) and group size 
from 4 (Rattenbury and Stones, 1989) to 15 (Fielden, 1990). Number, duration and 
frequency of sessions also varies across studies, for example, half an hour daily for 4 
weeks (Baines et al., 1987) and sixteen weekly one-hour sessions (Cook, 1991). Other 
sources of variation which may account for the variation in the findings include the 
experience of the therapists in reminiscence work, which is often limited (Orton et al., 
1989), poor definition of the dependent variable, for example, Perrotta and Meacham 
(1982) used staff report to rate a group as depressed, and the use of insensitive 
measures (Goldwasser et al., 1987). Some of the ‘noise’ in the empirical findings may 
reflect the heterogeneity of reminiscence, in that some will be engaged in painful 
emotions, possibly those early in the process, and will therefore not report improved 
mood or affective state.
It has been suggested that staff or relatives are likely to benefit from the reminiscences 
of the elderly, in terms of helping them to be seen as individuals with something to 
offer in terms of wisdom and experience, by gaining a sense of the life cycle from those 
who have almost completed it (Butler, 1963) and a sense of legacy in the family 
(Butler, 1980). Anecdotal accounts suggest that staff may derive benefit from running
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reminiscence groups and Baines et al. (1987) leant empirical support to this in that staff 
gained greater knowledge of the person and increased job satisfaction through 
reminiscence intervention. This may in turn lead to improved quality of care for those 
with learning disabilities.
4.2.4.2 Older Adults With A Learning Disability
There is little published work on reminiscence with people with learning disabilities. 
This is likely to be due in part to the pervading sense that any kind of psychotherapy 
with people with learning disabilities is difficult or impossible (Hurley, 1989).
However, the closure of many institutions as part of the NHS and Community Care 
Act (1990) seems to have prompted a desire to record the memories and experiences 
of those who lived in these institutions. Fido and Potts (1989) adopted an oral history 
approach to record memories around institutional life of nine female and eight male 
residents of a hospital, via individual semi-structured interviews and archival 
recordings. Potts and Fido (1991) recorded the history of a long-stay hospital through 
the personal accounts of seventeen older current and ex-residents. Gibson (1994) 
provides a discussion of the application of reminiscence therapy to those with learning 
disabilities. This work showed that individual interviews were a means by which people 
with learning disabilities were able to reminisce and produce accounts of their fives.
Bender, Tombs, Hodges, Morris and Finnis (1992a & 1992b) and Atkinson (1994) 
have published results of reminiscence group work with this client group. Although the 
number of participants in both the group studies by Atkinson (1994) and Bender and 
colleagues (1992) is comparable, i.e. nine participants in each group, the age ranges 
and time span of the groups are not equivalent, thus making it difficult to make 
comparisons. Atkinson held a group for older adults aged between 55 and 75 for a 
period of two years and Bender and colleagues studied a group whose ages ranged
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between 24 and 47 over a period of eight sessions. However, both studies showed that 
it was possible for people with learning disabilities to reminisce in groups. Atkinson 
states,
‘...the project...demonstrates that the approach has the potential to enable people to 
look back on their lives and remember past events, to develop an awareness o f an 
unfolding individual history, and to reflect on the meaning o f individual and 
collective experience. ’ (p. 103).
In terms of outcome, Atkinson stated that the group showed benefits in terms of 
enhanced sense of self and increased self-esteem, although these were not measured 
objectively. Bender et al. (1992a) examined outcomes in more detail. They published 
two papers looking at outcome and process issues. In their study the IQ of eight out of 
the nine participants ranged from 50 to 73 as measured on the WAIS-R, with one 
participant falling outside the range of learning disability and actually in the range of 
normal intelligence (IQ -  91) and whose scores should perhaps have been excluded 
from the outcome data. Outcome measures included attendance, group members’ 
knowledge about each other and about staff, constructs used to describe others during 
the group, consumer ratings of the group and ratings of therapeutic benefit, for 
example, acceptance, self-disclosure and becoming more open. The authors concluded 
the group did show therapeutic benefit for some participants, but that those with a 
verbal IQ of above 60 were more likely to benefit. However, they acknowledge this 
may have been biased by the fact that those with higher verbal IQ talked more and 
consequently had more opportunity to demonstrate behaviour relevant to the 
predominantly verbal ratings used. They also pointed out that verbal IQ was not the 
only factor determining therapeutic benefit as one participant with a verbal IQ of 73 
showed very little benefit. The behavioural measures of attendance and knowledge of 
group participants and staff demonstrated that the participants enjoyed the group and 
increased their knowledge of the staff (increased knowledge of other group participants
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was not expected since the group knew each other well beforehand). However, these 
behavioural measures do not evaluate factors related to reminiscence itself, and 
positive effects may be produced by the experience of group work per se, rather than 
reminiscence group work.
In terms of process variables, Bender et al. (1992b) measured the direction of 
communication, engagement, involvement (including items such as willingness to 
attend sessions, energy level and depth of reminiscence) and therapeutic benefit. Two 
comparison groups were used, both comprising six older adults without a learning 
disability (a rehabilitation group and a psychotherapy group). They found no change in 
the direction of communication, i.e. the reminiscence group did not become any more 
independent of the facilitators, but they did find high levels of engagement and, 
significantly, levels of involvement and therapeutic benefit greater than those in the 
rehabilitation group and comparable to those in the psychotherapy group. The lack of 
change in the direction of communication is not surprising given the timespan of the 
group related to the client group, in terms of it being unlikely that a group of people 
used to having decisions made for them and often not allowed to voice opinions 
contrary to those in authority would be able to change to a substantial degree in eight 
sessions.
Recently, Scholes (unpublished doctoral dissertation) had disappointing results using a 
controlled crossover design to look at the effects of reminiscence in older adults with 
and without learning disabilities. Two groups of six adults with learning disabilities and 
two groups of six adults without learning disabilities participated in the study. One of 
each group type ran for 45 to 60 minutes, over a six-week period, whilst the other two 
groups acted as a control, then the second two groups were run whilst the first groups 
were followed up. The ages ranged from 70 to 90 without learning disabilities and 64 
to 80 with learning disabilities and were therefore elderly. Again, high rates of 
attendance and self-reported enjoyment and benefit were found. An increase in
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interaction levels for those participating in reminiscence was found but this did not 
exist at follow-up six weeks later. As in Bender et al. (1992a) no changes in knowledge 
of other group participants or staff were found. No conclusions were drawn in terms of 
group participation due to incomplete data and no changes were demonstrated in staff 
job satisfaction ratings, in contrast to anecdotal claims. The duration of the group of 
only six weeks is a limited space of time to assess change for a group of people with 
learning disabilities and may account for the disappointing results. Bender (1994) 
suggests he will offer ten sessions for his next reminiscence project for people with 
learning disabilities.
4.3. HYPOTHESES OF THE PRESENT STTJPY
Building on previous research, the present study is an evaluation of a 10-week 
reminiscence group for elderly people with learning disabilities, with a history of 
institutional living. The group was run at the point at which the hospital building in 
which all participants lived was demolished, as the research suggests more spontaneous 
reminiscence would be apparent at this time (Romaniuk and Romaniuk, 1981). The 
aim of the study was to investigate the effect of a reminiscence group intervention on 
self-esteem, life satisfaction, depression, self-concept and cognitive functioning in older 
adults with a learning disability.
Hypothesis 1. High levels of attendance will be seen in the group, as found in previous 
research with this client group (Scholes, unpupl.; Bender e ta l., 1992).
Hypothesis 2. There will be a significant increase in self-esteem following attendance 
at reminiscence sessions.
Measurement: Rosenberg Self-Esteem Inventory (Rosenberg, 1965)
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Hypothesis 3. There will be a significant positive change in self-concept following 
attendance at reminiscence sessions.
Measurement: Semantic Differential Task (Osgood, Suci and Tannenbaum, 1957).
Hypothesis 4. There will be a significant increase in life satisfaction following 
attendance at reminiscence sessions.
Measurement: Life Satisfaction Index (Neugarten, Havighurst and Tobin, 1961), 
Bigot Life Satisfaction Inventory (Bigot, 1974).
Hypothesis 5. There will be no significant change in depression following attendance 
at reminiscence sessions, with a group not diagnosed as depressed.
Measurement: Schwabb Depression Scale (Schwabb, Holzer and Warheit, 1973).
Hypothesis 6. There will be no significant change in cognitive functioning following 
attendance at reminiscence sessions. It is not expected the group will be able to 
produce positive changes in cognitive functioning on a structured assessment in the 
space of 10 weeks.
Measurement: Cognitive Assessment Scale of the Clifton Assessment Procedures for 
the Elderly (Pattie and Gilleard, 1979)
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4.4. METHOD
4.4.1 Subjects
12 people were assessed for the group, 8 were considered suitable on the following 
criteria:
Q  moderate, mild or borderline learning disability (IQ 45-80)
O  aged over 55
O  able to contribute verbally to the group
O  able to attend for the duration of the study
O  able to provide some background details at the initial interview.
All subjects are residents at an NHS Trust staffed residential facility. The establishment 
has a high proportion of elderly residents and was therefore selected as the base for the 
group. Seven participants selected for the group were in the mild range of learning 
disability (IQ 55-70) and one was in the borderline range of learning disability (IQ 
70-80) as measured on a shortened form of the Wechsler Adult Intelligence Scale - 
Revised (1981). One candidate, although selected for the group, became ill prior to the 
group commencing and died during the duration of the group without attending any 
sessions. Therefore seven participants attended the group. Members’ mean age at the 
start of the group was 65.6 (range 56 to 73). Subjects mean age on admission to 
hospital was 21.7 (range 15 to 32), with admission dates ranging from 1938 to 1966. 
The number of years spent in hospital ranged from 5 to 47 with a total of 210 years 
spent in hospital by the members of the group. Group members’ understanding of the 
reasons for their admission included 'coming over bad', 'nerves', nervous breakdown, 
mother's death and fits. Two people were unable to provide reasons for their 
admission. Some participants were moved out of hospital in 1971 into smaller 
establishments, all participants moving to their current address in the early 1990s. 
Table 4.2. summarises participant details.
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4,4.2 Procedure
Pre-group tests were conducted by a Grade A clinical psychologist and a psychology 
assistant trained in the administration of the tests prior to the group. The group was 
held weekly for 10 weeks (plus a week with no group due to a bank holiday), for one 
and a half hours, including a tea-break. Each session used the same structure apart 
from Session 5 which was a visit to the old hospital site (Appendix 1 & 2). The group 
was topic based with a different topic discussed each week based on suggestions for 
the Reminiscence Handbook (Age Exchange, 1993). The facilitators developed a rough 
outline of topics prior to the course and amended this in line with participant feedback. 
A variety of resources and exercises were used to facilitate discussion and prompt 
reminiscence and attempts were made to make the group exercises as concrete
1 ABUEA 2.
Details of group participants.
PARTICIPANT DOB AGE l i l i l l i i i l l i l AGE ON YEARS IN DATE OF :::::AQE ATF:;"”
ADMISSION ADMISSION HOSPITAL DISCHARGE DISCHARGE
1 1934 61 1966 32 5 1971 37
2 1926 69 1942 16 29 1971 j 45
3 1929 66 1951 22 39 1990 61
4 1924 72 1952 27 41 1993 69
5 1934 62 1949 15 42 1991 57
6 1922 73 1938 16 47 1985 63
7 1940 56 1964 24 7 1971 31
and focused as possible. Focus was on the positive aspects of the past, although 
distressing memories were not discouraged, and contrasting the past with the present. 
Each participant compiled their own scrap book over the duration of the group. 
Post-group tests were conducted 2 weeks following the group by the psychology 
assistant.
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4.4.3 Measures
Measures of cognitive functioning, depression, self-esteem, life satisfaction and 
self-concept were undertaken. Measures were chosen on the basis of their length and 
the simplicity of the rating scales, their previous application to elderly populations and 
their consistency with other scales used in reminiscence research with non-learning 
disabled subjects. Some scales were simplified for use with this client group.
Cognitive Functioning: The Cognitive Assessment Scale (CAS) of the Clifton 
Assessment Procedure for the Elderly (CAPE) (Pattie and Gilleard, 1979) assesses 
information/orientation (I/O), mental ability (MA) and psychomotor ability (PM). The 
total score may be interpreted in terms of a dependency grade from A (no impairment, 
independent) to E (severe impairment, maximum dependency). This scale has 
established validity for the elderly population. Test-retest reliability over a three month 
period has been established on an elderly hospital sample from .79 to .90 for I/O, .61 to 
.69 for MA and .56 to .86 for PM. Normative data have been established on the elderly 
learning disabled population (CAS mean 10.6, sd 11.6; VO mean 4.0,sd 4.1; MA mean 
4.0, sd 4.4; PM mean 2.7, sd 4.2).
Depression: The shortened Schwabb Depression Scale (SWS) (Schwabb, Holzer and 
Warheit, 1973; Appendix 3) is a ten-item measure of depression for the elderly. The 
4-point rating of ‘never’, ‘seldom’, ‘sometimes’, ‘most of the time’ was simplified for 
the client group into a 3-point scale of ‘never’, ‘sometimes’ and ‘a lot’. This yielded a 
maximum score of 20 rather than 30 on the original scale for the most severe 
depression and 0 for no depression.
Self-esteem: A ten-item Guttman scale, the Rosenberg Self-esteem Measure (RSE; 
Appendix 4), was used, which measures the self-acceptance aspect of self-esteem. It
was developed with adolescents (Rosenberg, 1965; Silber and Tippett, 1965), with 
Silber and Tippett (1965) establishing test-retest reliability at 0.85 on this client group. 
The scale has also been used with older age groups (e.g. Perrotta and Meacham, 1982; 
McMordie and Blom, 1979). Again the 4-point scale from ‘strongly agree’ to ‘strongly 
disagree’ was amended for the client group to a 2-point ‘agree’/’disagree’ rating, 
yielding a score of 20 indicating high self-esteem and a score of 0 indicating low 
self-esteem.
Life Satisfaction: Two measures of life satisfaction were used. The Life Satisfaction 
Index (LSI; Appendix 5) (Neugarten, Havighurst and Tobin, 1961), previously used by 
Coleman (1974) and Havighurst and Glasser (1972), is a 12-item, open-ended 
questionnaire with a scoring key . measuring current life satisfaction. It required no 
amendments for the client group, yielding a maximum score of 23 for a high level of 
satisfaction with life and 0 for low satisfaction. Criterion-related validity and internal 
consistency reliability have been established at 0.6 to 0.99 and 0.87 respectively 
(Neugarten et al., 1961). The Bigot Life Satisfaction Index (BLSI; Appendix 6) (Bigot, 
1974) is an 8-item, 3-point response scale o f ‘true’, ‘cannot say’ and ‘false’ measuring 
satisfaction with past life and required no amendment for use with this client group, 
yielding a maximum score of 16 indicating high life satisfaction and 0 indicating low 
satisfaction.
Self-Concept: A Semantic Differential Task (SDT) (Osgood, Suci and Tannenbaum, 
1957; Long, unpublished dissertation) was employed using 25 bipolar adjectives to be 
rated on a 5-point rather than the traditional 7-point Lickert scale in response to "I 
am". These adjectives have been demonstrated as relevant to the study of self-concept 
and discriminating between participants with different patterns of self-concept 
(Osgood, et al., 1957; Oles, 1973; Lipsitt, 1958; Appendix 7). The scale was 
administered orally due to the reading ability of the subjects. Practise and test items to 
aid understanding of the task were administered following a method by Oles (1973).
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All subjects were able to rate appropriately after training. If some adjectives were not 
understood, a brief explanation was provided, if the word was still not understood the 
item was left blank. Scoring was 1 to 5, with a neutral score of 75, less than 75 
indicating positive self-concept and greater than 75 indicating negative self-concept. 
Mean scores for each individual were used for the analysis, rather than the total score 
due to subjects answering differing amounts of questions (range 18-25), therefore 
yielding scores of 1 to 5, lower scores indicating positive self-esteem.
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4.5. RESULTS
4,5.1 Process
On the whole all group members contributed well to the group and were able to 
reminisce. The attendance rate was high, four people attended all ten sessions, two 
people missed one session and one participant (number 5) missed a total of 4 sessions. 
Other members were keen to attend and usually ready and waiting either in the group 
room or to be collected from their home. After a break of two weeks, due to the bank 
holiday, the majority of group members were ready and waiting in the group room on 
the arrival of the facilitators. All except one participant (number 5) said they enjoyed 
the group and would like to attend another one or continue this one should the 
opportunity arise. The outing in session 5 was greatly enjoyed and resulted in more 
spontaneous reminiscence than sessions held in the group room. Some members 
spontaneously brought their own reminiscence aids of books/papers/magazines to the 
sessions.
The emphasis on positive reminiscence was valuable and seemed to add to the 
enjoyment of the group for both participants and facilitators. Identifying particular 
areas of expertise or interest for each member increased individual contributions and 
seemed to enhance self-esteem and promote the individual’s identity within the group. 
For example, one participant could identify old radio themes extremely well, another 
could sing wartime songs from memory, another could identify world leaders of World 
War I from photographs and another could identify types of old car from photographs.
Changes indicative of an increase in group members' self-esteem were observed. By 
Session 3 members began to look smarter and wear their best clothes to the group. For 
example, one person changed from wearing his customary old cap and anorak to 
wearing a smart cap and sports jacket, and even attended without a cap one week, an 
occurrence the staff had never witnessed.
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Participants were able to discuss more difficult issues. The death of the man selected 
for the group was salient as all members had known him for some time and some 
members had lived with him. The group provided an opportunity for members to talk 
about and remember him and their lives with him. One participant talked about his own 
physical disability and saw his disability in terms of his physical state. He shared how he 
felt this disability had prevented him from fulfilling his ambition to have worked in a 
greenhouse.
Families and place of origin were important for participants’ sense of identity and a 
sense of sadness and longing to see more of families was shown. Some members 
seemed unsure of their families' whereabouts, with one participant unsure if his parents 
were alive or dead, and wondering whether a birthday card he had received could have 
been from his mother.
The extreme poverty of the past lives of this client group, was reflected in the high 
level of gratitude displayed by participants on receipt of anything during the group. For 
example, the scrapbooks became extremely important and lead to a tug of war with one 
and when greetings cards were exchanged (as part of the celebrations topic) one 
participant was not willing to discard the envelope as this was also important to keep.
The participants required much prompting to participate, and although this lessened 
throughout the group for some participants who became more spontaneous, the 
communication remained largely directed by the facilitators. Interaction between group 
participants was not observed to increase to a great extent, but all participants knew 
each other well prior to the group. The majority of the participants showed high levels 
of engagement during the sessions, although two found it difficult to think about the 
past and were interested in current affairs.
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4.5.2 Outcome
Pre-test results suggest the sample was in general learning disabled, markedly 
cognitively impaired, with a high dependency level, not depressed, had high 
self-esteem, was somewhat dissatisfied with life and had a positive self-concept (Tables
4.3 and 4.4). The data for the CAS show the sample to be comparable to the normative 
data, although they have a higher I/O score and a lower MA score.
Wilcoxon related sample signed-ranks tests were conducted to establish the 
significance of the difference between pre-test and post-test scores on the CAS, SWS, 
RSE, LSI, BLSI and the mean scores on the SDT. On inspection of the data, it seemed 
the number of questions answered on the SDT had increased following the group 
intervention, and so this difference was also tested for significance.
It was hypothesised that group attendance rates would be high (hypothesis 1) and that 
following the group there would be a significant increase in self-esteem (hypothesis 2), 
a significant positive change in self-concept (hypothesis 3) and a significant increase in 
life satisfaction (hypothesis 4), but no significant change in depression (hypothesis 5) 
and cognitive functioning (hypothesis 6).
Attendance rates were high with only two participants missing one session and only 
one participant missing more than one session. Analysis of data (appendix 8)showed a 
significant increase in current life satisfaction as measured by the LSI (z = -2.21 ; p >  
.05) from pre-test to post-test, but not on past life satisfaction as measured by the 
BLSI. A significant increase on the number of questions answered in the SDT was also 
established at post-test (z = -2.21 ; p >  .05). No other significant results were found. 
The difference in the mean scores on the SDT just failed to reach significance, 
therefore showing a non-significant increase in positive self-concept at post-test.
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IABUEA3.
Details of level of functioning and attendance rates 
for all participants.
PARTICIPANT B M B M PfQ DEPENDENCY ATTENDANCE
tEVEUCAS) fSfeSSIONS)
1 58 64 E 10
2 59 60 E 9
3 58 62 E 10
4 60 65 E 10
5 54 59 E 6
6 72 85 B 9
7 55 62 C 10
TABLE 4.4.
Changes in the CAS, SWS, RSE, LSI, BLSI, SDT and number of 
questions answered on the SDT from pre-test to post-test.
PRE-TEST POST-TEST
MEASURE MEAN SD MEAN SD Z SIG
CAS 10.57 9.38 9.86 7.03 -0.74 0.458
I/O 5.00 3.06 6.00 3.79 -1.19 0.236
MA 2.86 3.81 3.14 3.53 -0.82 0.414
PM 2.71 3.68 0,86 0.38 -1.07 0,285
SWS 3.86 2.91 3.86 3.34 0.00 1.000
RSE 15.43 2.51 16.00 3.83 -0.11 0.914
LSI 10.00 3.83 11.86 3.72 -2.21 0.027*
BLSI 9.14 1.87 8.43 2.88 -0.84 0.399
SDT 1.84 0.57 1.63 0.46 -1.86 0.063
SDT Questions 20.57 2.23 24.43 0.79 -2.21 0.027*
C A S  =  C o g n itiv e  A s se s sm e n t S c a le ; I /O  =  I n f o n n a t io n /O r ie n ta t io n ;  M A  -  M e n ta l  A b ility ; 
P M  =  P sy c h o m o to r  S p e e d ; S W S  =  S c h w a b b  D e p re s s io n  S c a le ; R S E  =  R o s e n b e rg  S e lf -e s te e m  
In v e n to ry ; L S I  =  L ife  S a tis fa c t io n  In d e x ;  B L S I  =  B ig o t  L ife  S a tis fa c t io n  In v e n to ry ;  S D T  =  
S e m a n tic  D if fe re n tia l  T a s k . *  -  significant ( p  >  . 0 5 ) .
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Therefore hypotheses 1, 5 and 6 were supported, with partial support for hypothesis 4. 
No support was found for hypothesis 2 and 3, although a trend was seen in the 
direction of hypothesis 3.
Support for hypothesis 1, is consistent with Scholes (unpubl.) and Bender et al. (1992) 
who found high levels of attendance and self-reported enjoyment in reminiscence group 
interventions with people with learning disabilities. Support for hypothesis 4 is 
consistent with Haight (1988) and Fielden (1990), who found a significant increase in 
life satisfaction following group Life Review and reminiscence, respectively, with the 
elderly. No change in self-esteem (hypothesis 2) is consistent with Cook (1991) and 
Perrotta and Meacham (1982) but are in contrast to Lappe (1987) who raised 
self-esteem (as measured on the RSE) through a 10-week reminiscence intervention. 
However, the sample consisted of elderly nursing home residents who were not 
severely cognitively impaired and were older than the present sample. The finding of no 
significant change in depression (hypothesis 5) concurs with Perrotta and Meacham 
(1982) and Cook (1991). Fallot (1980) demonstrated a decrease in depression 
following a reminiscence intervention, but the study has doubtful validity in its method 
of data analysis (Thornton and Brotchie, 1987). Goldwasser et al. (1987) also showed 
a reduction in depression as measured on the BDI following a reminiscence 
intervention with elderly nursing home residents with a diagnosis of dementia. 
However, the reminiscence group had greater levels of depression than other 
comparison groups at pre-test. Support for hypothesis 6 is in contrast to Baines et al. 
(1987) who found a significant increase in the CAS, but the finding seemed to be due 
to the group having previously undergone a reality orientation intervention since no 
differences were recorded following a reminiscence group with no prior reality 
orientation intervention. No previous research has looked at change in self-concept and 
therefore no comparison with hypothesis 3 may be made.
111
4.6. DISCUSSION OF RESULTS
Support was found for hypothesis 1 in that the attendance rate of members was high. 
Two people missed one session each due to illness and visiting a friend in hospital, and 
not due to reluctance to attend. Participant 5 missed a total of 4 sessions due to visiting 
a good friend in hospital and ill health. She was extremely upset at the subsequent 
death of her friend. Whilst in the group she found it difficult to listen to other people, 
preferring to tell her story and obtain direct feedback from the facilitators, and did not 
seem to enjoy listening to other peoples stories or sharing with other group members. 
All of which may have contributed to her reluctance to attend.
Statistical analysis showed a significant increase in life satisfaction as measured on the 
LSI, but a non-significant decrease in life satisfaction as measured on the BLSI 
providing partial support for hypothesis 4. The focus of the LSI is on satisfaction with 
the present and the future, with only two items comparing the present with the past. 
This was reflected in the content of the group, with participants showing, that although 
there were many things about hospital life and routines which they missed, for example, 
a cooked breakfast, a hot meal at night, the social life and fiiends, and felt sad at the 
demolition of a place which had been such a large part of their lives, they were 
generally more satisfied with their present lives. The BLSI has two subscales of current 
contentment and past achievement. It may be that a dissatisfaction with past 
achievement may overshadow any current contentment on this measure. It seems the 
process of reminiscence increases satisfaction with the present, but may lead to a 
decrease in satisfaction with past life. It may be that group attendance, i.e. increased 
occupation, leads to increased current life satisfaction, but the process of reminiscence 
leads to reduced satisfaction with the past. As shown in the observations section above, 
many people had regrets or concerns about past lives in terms of unrealised ambitions, 
unhappiness over family issues, etc. which will have contributed to a lower score on a 
measure taking satisfaction with past life into account. The LSI is a self-report
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open-ended questionnaire with a scoring key rather than a forced choice measure as is 
the BLSI. The open-ended questionnaire may be a format on which it is easier for 
people with learning disabilities to provide meaningful answers.
Non-significant improvements were found in self-concept showing a trend in the 
direction of hypothesis 3. Given the subjects had positive self-concepts at pre-test, 
change in this area would be difficult to detect, due to ceiling effects and the sensitivity 
of the measures used.
No support was found for hypothesis 2 in that no significant change in self-esteem was 
noted. Participants had high self-esteem at pre-test and change may not have been seen 
due to ceiling effects or the sensitivity o f the measure. The small number of questions 
in the measure used, although important for maintaining concentration and guarding 
against fatigue in the client group is likely to have contributed to a lack of sensitivity in 
the results.
No change was found to occur in depression, providing support for hypothesis 5. This 
would not be expected due to the sample not being depressed prior to the group.
No increase in cognitive functioning was found, supporting hypothesis 6. This would 
not be expected given the length of the group. The non-significant decrease in 
functioning seems to have been influenced in the main by one person (participant 6). 
He was the most able person in the group, his intellectual functioning being in the 
borderline range, and his pre-test score indicated he had a mild impairment (category 
B). It seems that this man may have lacked motivation at post-test, possibly due to his 
knowing the tester at this time and not feeling he had to succeed in order to be a 
member of the group. It may also be that he was beginning to show signs of cognitive 
deterioration.
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A significant increase in the number of questions answered on the SDT was found. It 
may be that participants were more relaxed and able to concentrate better at post-test, 
again due to acquaintance with the tester. It may also be an indication of an 
improvement in functioning, which does not extend to an increase in functioning as 
measured by the CAS, but may indicate an increase in alertness. The group process 
stimulates members to think and use their memories and other cognitive functions on a 
weekly basis in a novel way and may stimulate and increase in general alertness.
In summary, the reminiscence intervention has been shown to be one which is enjoyed 
by participants and improves satisfaction with current life. Positive changes may be 
seen in self-esteem and self-concept with measures more sensitive for this population. 
Positive change in depression may be seen in a group of depressed adults with learning 
disability. No change in cognitive functioning can be expected through reminiscence 
group intervention of this length, but a change in alertness may be seen.
4.6.1 Benefits fo r  the Facilitators
The facilitators derived benefit from running the group. Both in terms of experience of 
running groups with learning disabled clients, but mainly in the privilege of sharing the 
memories with the group members. The wealth of knowledge which group members 
have on matters of history provides a forum where this client group may dominate and 
excel. Younger facilitators are an advantage in that older facilitators may share the 
same or a greater level of knowledge on the topics, whereas younger facilitators do not 
have the same knowledge base of past family life, school, hospital or war experience 
and as such the members are placed in an educative role, a role which rarely exists for 
this client group.
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4.6.2 Difficulties in Group Sessions
A number of difficulties arose to which solutions needed to be found within the group, 
as outlined below (Table 4.5). It was important to accommodate and validate all 
contributions by members of the group. Methods were employed to maximise this 
process, whilst at the same time maintaining boundaries within the sessions.
Difficulty Observed Proposed Solution
A member falling asleep during 
sessions
Dominance by particular 
group members.
Difficuity focussing on the past, 
discussing current events, e.g. 
TV, evening meal, etc.
Development of a response se t 
during exercises/games
Difficulty generating discussion 
and interparticipant interaction
Engage in active tasks e.g. looking 
at a book, completing the 
scrapbook, etc.
Facilitate contributions from all 
members. Refer to pm-established 
group rules. Add to rules.
Time allocated at the beginning of 
the session for general discussion 
of current events to enable members 
to focus on the day’s  topic.
Facilitators responding iirst and 
fourth, providing answers in 
differing response sets
Establishing an area of strength 
for ali participants. Use of between 
participant activities.
T a b le  4 . 5 . D if f ic u lt ie s  e n c o u n te re d  i n  re m in is c e n c e  g ro u p  w i th  o ld e r  a d u lts  w  -  
l e a r n in g  d is a b il i tie s  a n d  p ro p o s e d  so lu t io n s .
4.6.3 Limitations o f the Study
There are several limitations to the present study.
□  The subjects were not all over 65 years of age, therefore the sample was not all 
elderly. This was due to practical limitations of selecting a sample from one facility.
□  The sample was small, only seven subjects, which limits the reliability of the data 
analysis.
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□  The lack of control group means that the effects of the group may not be attributed 
to the reminiscence group itself, but may just be due to the group process of getting 
together on a weekly basis, and the consequent social advantages of such.
□  The measures are limited in their reliability, validity and applicability to this client 
group. The amendments made will also affect this and their sensitivity to detect change 
in the group. The data may have been unreliable due to the difficult wording of some of 
the items and the demand characteristics of the situation, leading participants to 
acquiesce. This is likely to have contributed to the high baseline scores, leaving little 
room for positive change to be seen. However, there is a limited range of assessments 
which may be used with this client group, which is a problem in much of the research 
with this group of people. Efforts were made to explain any difficult words in language 
which may be understood, time was taken and efforts made to put participants at their 
ease during the testing situation. They were all assessed in their own home and in 
private, again in order to adopt a relaxed format to reduce the above bias. Some of the 
measures had items worded in such a way that alternate negative and positive answers 
were required, in order that acquiescence may be picked up and challenged. For those 
which did not it was possible to word the items in different ways requiring positive or 
negative answers, in order again to check for acquiescence. Perhaps future work may 
employ a tape recorder rather than writing down answers, as this again may put 
participants further at ease. It may be that pursuing the behavioural process and 
outcome measures used by Scholes (unpubl.) and Bender et al. (1992) may reveal 
more meaningful data,
Q The group was fairly short (10 weeks) and may have been long enough to begin to 
think about the past and review one’s life, but not enough time to come to terms with 
the past. It may indeed only have been long enough to make members more aware of 
areas of dissatisfaction with the past, especially for more depressed subjects.
□  Clients were not selected on the basis of individual need. Baseline screening was 
not used as a criteria for entry into the group, in terms of those with low self-esteem, 
those poorly satisfied with life, those who are depressed, etc., who may be more likely
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to benefit from the intervention. Future work would need to select participants on the 
basis of need, given the limited resources of the health service. It is likely that greater 
levels of change may be seen in a targeted group.
The structured format was essential for the participants and the timetable was 
extremely well used and referred to by all members. However, flexibility within this to 
respond to the wishes and needs of the participants was important. For example, the 
outing to the old hospital and the session on Radio and TV were prompted by requests 
or themes arising from the group. The tea break and scrapbooks were also important 
parts of the structure.
4.6,4 Areas fo r  Future Research and Reminiscence Work
More research is suggested in a number of areas. The results suggest an increase in life 
satisfaction following a reminiscence group intervention. Further work into the type of 
life satisfaction and differing measures would be usefiil. Research into the effects of 
reminiscence on elderly depressed people with learning disabilities and low self-esteem 
in terms of depression and self-esteem needs to be conducted.
Different types of reminiscence intervention need to be applied to people with learning 
disabilities and evaluated. The positive focus of this group was appropriate for the time 
allowed for the group, and the contrast of the past with the present was productive.
There was no keyworker involvement due to their not having the time. Their 
participation would have been invaluable in transferring the ideas to other aspects of 
the group members lives. This would be considered in future work.
There is a lack of appropriate resources for use with this client group. Resources were 
obtained from junk shops as well as commercial resource packs. No resources could be
found which related to hospital life and pictures and photographs were used rather than 
objects due to availability. Real objects are likely to have prompted more spontaneous 
reminiscences. Prompted reminiscence was essential with this group and the more 
resources and prompts the better. Resources more appropriate to this client group need 
to be developed, i.e. life in hospital and wartime experience for people with learning 
disabilities.
In terms of the sample in this study, the adoption of reminiscence ideas and the 
continuance of this activity which was evidently enjoyed and raised feelings of 
satisfaction with current life need to be continued. The group format may not be the 
most appropriate for this client group. The advantages are that it is a special time, with 
'outsiders’ taking an interest, which may have positive effects on self-esteem. However, 
a discussion format may be difficult for some people with learning disabilities to 
contribute to, even though the group was made as concrete as possible. A more 
accessible means, which may enable less able clients to participate in this therapeutic 
intervention, would be to create a reminiscence milieu in the home, in terms of 
reminiscence activities, e.g. cooking wartime meals, outings to places of interest to 
older people, e.g. war museum. It may be that the group could be continued by an 
assistant psychologist and a member of staff as an ongoing session rather than a time 
limited group. The groups may be adopted in different locations. Appendix 1 and 2 
would provide the interested worker with the basics for running a 10 week course 
which could then be carried on using ideas from packs suggested. Resources need to be 
made available to the workers as a whole. Reminiscence need not soley be applied to 
older people, as Butler and Lewis (1974) suggested for Life Review in their 
age-integrated group.
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APPENDIX 1
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REMINISCENCE
GROUP
SESSION
PLANS
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Session One
Introduction
Introduction to the group. Explain the purpose of the group and the concept of 
reminiscence.
Opening Exercise
Name Game: Introduce self to the group 
Warm-up: ‘Something that you like’
Encourage each group member to participate in the warm-up exercise. Items can be 
drawn on a flipchart along with the person’s name. This will help to build up a picture of 
the individuals in the group.
It is useful to begin to use cues for the reminiscence group from the first session. For 
example, a piece of old music could be played each week at the beginning of the group 
and a Memory Comer/Area could be developed with a collection of old objects and 
materials generated during the group may be placed on the walls. This may be set up on 
a weekly basis or become a permanent feature of a day centre room.
Timetable
Cross off week 1
A large (flipchart size) timetable can be developed and each session a different member 
of the group may be asked to cross off the relevant day. This aids the time concept of the 
group’s progression to closure and reminds members weekly of the day and date of each 
session.
Contents
Go through list of topics previously drawn up by the facilitators and ask if 
anyone has anything they would like to add.
Introduce scrapbooks.
Rules of the Group
First few items on flipchart
- confidentiality
- attend each week
- tell us if unable to attend
- participation and listening
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Ask for additions
In the first session, develop the group rules. Elicit suggestions from the group. Build up 
a list including any necessary predetermined rules. Review this weekly and add to it as 
necessary.
Topic of the Day
Where we have lived.
Discussion
Where were you bom?
What is your first memory?
Where was home to you as a child?
Who was part of your home?
Exercise
Help participants to mark on a map where they were bom and places they 
have lived, including hospital and current address.
Draw a favourite place you have lived.
Materials
Maps of London/Surrey 
Drawing materials 
Flipchart
Homework
Bring family photographs
Closing Exercise
‘What am I going to do after the group?’
A closing exercise is important for re-focussing participants on the present and fixture.
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Session Two
Opening Exercise
Name game: Say name and the name of the person next to you 
Warm-up: ‘Something you don’t like’
Introduction
Timetable
Contents - review and alter as necessary,propose idea of outing 
Rules - review and add as necessary
Re-cap on last week - go through last week’s topic and look at the 
scrapbooks.
Topic
Families
Discussion
Look at any photographs people have brought and talk through 
List favourite childhood foods
Exercise
Lifetimes pack
Draw a picture of your family
Photocopy photographs and stick them in the scrap book.
Materials
Lifetimes pack 
Drawing materials 
Photocopying facility 
Photographs of family members
Closing Exercise
‘Who will be the first person you will see when you leave the group?’
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Session Three
Opening Exercise
Name game: introduce self and the person either side 
Warm-up: ‘Favourite colour’
Introduction
Timetable
Contents
Rules
Re-cap
Topic
School
Discussion
What school did you go to?
How did you get there?
What did you like best about school?
School food 
Behaviour at school 
Leaving school
Best and worst teachers and subjects
Exercise
Games: e.g. marbles, ball and cup, skipping rope, hopscotch 
Prepare food eaten at school, e.g. jam sandwiches, sponge pudding 
Sing school hymn
Materials
Lifetimes pack
School related objects, e.g. slate and chalk, uniform 
School games
Homework
Bring magazines
Closing Exercise
‘If I won the lottery, I would....... ’
134
Session Four
Opening Exercise
Name game: Introduce self and all other group members 
Warm-up: ‘Favourite TV programme’
Introduction
Timetable
Contents
Rules
Re-cap
Topic
Jobs/Work
Discussion
What jobs have you had?
Where did you work?
What was the best/worst thing?
Who did you work with? Friends made?
What jobs would you like to have done?
Exercise
Look through magazines to find things that relate to jobs had. 
E.g. boot shop = boots, shoes.
Materials
Work related objects
Magazines
Scissors
Glue
Closing Exercise
‘What will you watch on TV tonight?’
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Session Five
Trip to hospital site
Ensure that the minibus and driver are organised in advance.
Take a camera for photographs of the site and for scrapbooks.
Facilitate discussion as the visit is underway 
lifestyle in hospital 
changes between now and then 
what is better now ? 
what do you miss ?
Discussion around wards, food, work place and routines.
Incorporate a trip to a cafe where possible.
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Session Six
Opening Exercise
Name game: Introduce self
Warm-up: ‘Word that describes you which begins with same letter as 
name. E.g. Smiley Sam’
Introduction
Timetable
Contents
Rules
Re-cap
Topic
Radio and Cinema
Discussion
What is your favourite film/film star/radio show?
What was the cinema like?
Films in hospital
Exercise
Identifying radio themes 
Recognizing stars from photographs
Materials
Tape of radio themes tunes 
Pictures of films and film stars
Homework
Bring birthday cards, etc.
Closing Exercise
‘What is the first thing someone will say to you when you get in?’
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Session Seven
Opening Exercise
Name game: Introduce self and person next to you 
Warm-up: ‘Favourite place’
Introduction
Timetable
Contents
Rules
Re-cap
Topic
Celebrations
Discussion
What is your favourite day of the year?
Preparations 
Special clothes/food
Christmas, New Year, Birthdays, Sports Day, Bonfire Night, Coronation, 
Jubilee, Pancake Day
What happened on these days in the hospital?
How were they made special?
Exercise
Celebrations in and out of hospital
Dances remembered, e.g. waltz, quick step, foxtrot
Send a card to those who have birthdays whilst the group is running
Make an Easter card
Make a birthday cake
Sing ‘Happy Birthday’
Materials
Greeting cards 
Royal memorabilia
Games
Treasure hunt for celebration items hidden round the room 
Pass the parcel
Closing Exercise
‘Who would you like to meet on Blind Date?’
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Session Eight
Opening Exercise
Name game: Introduce self and person on either side 
Warm-up: ‘Where do you want to go on holiday?’
Introduction
Timetable
Contents
Rules
Re-cap
Topic
The War
Discussion
Memories of the war
What was it like in/out of hospital?
Air raids
Wartime precautions - blackouts, shelter, gas masks 
Rationing/wartime food 
End of war celebrations
Exercise
Guess war time songs from tape 
Sing along
Identifying wartime personalities from pictures
Materials
War pictures 
Old newspapers 
Wartime objects 
Tape of wartime songs
Closing Exercise
‘If I had to go down the air-raid shelter what would I take?’
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Session Nine
Opening Exercise
Name game: Introduce self and everyone else in the group 
Warm-up: ‘Favourite article of clothing - present or past’
Introduction
Timetable
Contents
Rules
Re-cap
Topic
How things have changed
Discussion
Transport - cars 
Communication - telephones 
Fashion
Technology - space travel, etc.
Discuss how things have changed over time
Exercise
Looking at old and new versions of objects 
either real or pictures.
Materials
Pictures of old telephones, cars, etc 
Mobile phone
Closing Exercise
‘What do we want to do next week?’
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Session Ten
Opening Exercise
Name game: introduce self 
Warm-up: ‘Favourite part of the group’
Introduction
Timetable
Contents
Rules
Re-cap
Topic
General review o f group and looking through scrapbooks
Discussion
Future aspirations 
Enjoyment of group
Exercise
Bring in old sweets, objects requested last week or throughout group 
Finish scrapbooks
Say goodbye - remember times previously said goodbye
Materials
Objects or sweets requested during the course of the group
Participants may be asked for ideas of what to do in the last session and what they would 
like the facilitators to bring in as a special treat. For example, sweets talked about during 
the schools discussion, a cricket bat discussed during the celebrations discussion, etc.
Closing Exercise
‘What will I do this time next week?’
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Brief Course Outline
Session Structure
Introductions 
Recap 
Topic 
Homework 
Closing Exercise
Introductions
Each session began with a game involving participant's names, in order to promote cohesion 
and interaction between group members.
Recap
Timetable A large timetable was drawn up and each session a different group member was 
asked to cross off the day's date. This was done in order to help participant's learn when the 
group was and aid their concept of the group's progression through time to closure.
Rules o f the group The rules of the group were developed by the group and the facilitators. 
These were reviewed weekly, providing an opportunity to amend or make additions. ~
Course outline The course outline was reviewed weekly to provide an opportunity for 
amendment or addition and to promote the conceptualisation of the course as a whole.
Last session A recap of the previous session, looking at the work which had been completed in 
the session and its transfer between sessions to the scrapbook.
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Topics
1. Where We Have Lived
2. Families
3. School
4. Work
5. Visit to Hospital Site
6. Radio and Cinema
7. Celebrations
8. The War
9. How Things Have Changed
10. Endings
Attention focussed on the topic of the day as outlined above in the course outline. Materials 
and resources for prompted reminiscence work and exercises were used as follows:-
Session 1: Maps of London and the South East
Participants marked on the map the places they were bom and had lived, including 
St.Lawrence's Hospital and their current address. Discussion was generated around these 
places and who participants had lived with, etc.
Session 2: Paper, pencils, coloured pens.
Participant's photographs of family members.
'Lifetimes' pack.
Participant's were asked to bring in photographs of family members. Drawings were made of 
family members. Reminiscence was prompted using the pictures from the 'Lifetimes' pack. 
Discussion centred around memories of times with families.
Session 3: 'Lifetimes' pack.
Old school games.
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Discussion was prompted using the pack around experiences at school - travelling to and from, 
dinners, best and worst teachers and subjects, behaviour at school, etc.
Session 4: Magazines, scissors, glue.
Discussion around the different jobs participants have had in and out of the hospital, and 
currently. Finding pictures in magazines to represent jobs people had or would have liked to 
have had.
Session 5: Minibus and driver.
Camera.
Visit to the site of the old hospital. Taking photographs of the hospital as it was before 
demolition and as it is demolished.
Session 6: Tape of radio theme tunes.
Pictures of films and film stars.
Games of identifying radio theme tunes played and pictures of film stars. Discussion around 
favourite films and stars and experience of cinema going.
Session 7: Greetings cards.
Royal memorabilia.
Old editions of magazines and newspapers.
Discussion around celebrations in and out of hospital. Sending of early birthday/greetings 
cards. Showing cards participants have brought to the group. Dancing.
Session 8: Photographs of wartime objects and personalities.
Old editions of wartime newpapers.
Game of identifying wartime objects and personalities. Reading wartime newspapers. 
Discussion around memories from the war.
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Session 9: Stimulus material/books of old and modem versions of objects.
Pictures of people important in change, e.g. inventors.
Game and discussion around how things have changed, e.g. transport, telecommunications, 
fashion, etc.
Session 10: Objects requested by participants
Session spent finishing off scrapbooks. Objects requested by participants brought in by 
facilitators, e.g. cricket bat.
Homework
Homework was set after some sessions. This was usually to bring in something to the next 
group, e.g. photographs of family members.
Closing Exercise
Each session ended with an exercise designed to re-focus participants onto the present.
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SCHWABB DEPRESSION SCALE
A LOT SOMETIMES
1. Do you feel tired in the
mornings? ---------- ----------
2. How often do you feel alone
and helpless? ----------  ----------
3. Do you feel in good spirits? ----------- ----------
4. How often do you have crying
spells, or feel like crying? ----------  ----------
5. How often do you have trouble
getting to sleep? ..................................
6. Have you ever had periods when 
you couldn’t take care of things 
because you just couldn’t get
going? — ...........................
7. Do you suffer from a loss
of appetite? ---------- ----------
8. Do you feel sad and without 
interest when you wake in
the morning? ----------  ----------
9. Do you sometimes wonder if
anything is worthwhile any more?  ----------
10. How often do you feel you don’t
enjoy doing things any more? ---------- —-------
NEVER
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ROSENBERG SELF-ESTEEM MEASURE
AGREE
1. I feel that I’m a person of worth, at least on
an equal plane with others.--------------------------- ----------
2. I feel that I have a number of good qualities. ----------
3. All in all, I am inclined to feel that I am
a failure. -------
4. I am able to do things as well as most
other people.--------------------------------------------------------
5. I feel I do not have much to be proud of. ----------
6. I take a positive attitude toward myself. ----------
7. On the whole, I am satisfied with myself. -----------
8. I wish I could have more respect for myself. -----------
9. I certainly feel useless at times. ----------
10. At times I think I am no good at all.---------------------------
DISAGREE
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LIFE SATISFACTION INDEX 
(with scoring key)
What are the best things about being the age you are now?
1 - positive answer
0 - nothing good about it
What do you think you will be doing five years from now? How do you 
expect things to be different from the way they are now, in your life?
2 - better or no change
1 - contingent, ‘it depends'
0 - worse
What is the most important thing in your life right now?
2 - anything outside of self, or pleasant interpretation of future
1 - ‘hanging on’, keeping job or health
0 - getting out of present difficulty, or nothing now, or reference to 
the past
How happy would you say you are right now, compared with the earlier 
periods in your life?
2 - this is the happiest time, all have been happy, or hard to make 
a choice
1 - some decrease in recent years
0 - earlier periods were better, this is a bad time
Do you ever worry about your ability to do what people expect of you - to 
meet demands that people make on you?
2 - no
1 - qualified yes or no 
0 - yes
If you could do anything you pleased, where would you most like to live?
2 - present location
0 - any other location
How often do you find yourself feeling lonely?
2 - never, hardly ever
1 - sometimes
0 - fairly often, very often
How often do you feel there is no point in living?
2 - never, hardly ever
1 - sometimes
0 - fairly often, very often
9. Do you wish you could see more of your close friends than you do, or 
would you like more time to yourself?
2 - OK as it is
0 - wish could see more of friends
0 - wish more time to self
10. How much unhappiness would you say you find time to yourself?
2 - almost none
1 - some
0 - a great deal
11. As you get older, would you say things are getting better or worse than 
you thought they would be?
2 - better
1 - about as expected
0 - worse
12. How satisfied would you say you are with your way of life?
2 - very satisfied
1 - fairly satisfied
0 - not very satisfied
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BIGOT LIFE SATISFACTION INDEX
TRUE DON’T 
KNOW
1. I am as happy now as when I
was younger. ---------- ---------
2. Compared to others, I get down
in the dumps too often.-------------- ----------  ---------
3. The things I do are as interesting
to me as they ever were. — ------ ---------
4. When I look back on my life I didn’t 
get most of the important things
I wanted.--------------------------------- ---------- ---------
5. These are the best years of
my life. ---------- ---------
6. Compared to others my age,
I’ve made a lot of foolish decisions.  ---------
7. I would not change my past
life if I could. ---------- ---------
8. My life could be happier than
it is now.--------------------------------- ----------  ---------
FALSE
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BIPOLAR ADJECTIVE SCALE/SEMANTIC DIFFERENTIAL TASK
TEACHING ITEMS
1) Going to the cinema is
very bad sort of bad neither bad or good sort of good very good
very happy sort of 
happy
neither happy or sad sort of sad very sad
very awful sort of awful neither awful or nice sort of nice very nice
2) lam
very tall sort of tall neither tall or short sort of short very short
very fat sort of fat neither fat or thin sort of thin very thin
very old sort of old neither old or young sort of 
young
very
young
3) Doing the washing up is ...........
very good sort of good neither good or bad sort of bad very bad
very sad sort of sad neither sad or happy sort of very happ}
happy
very nice sort of nice neither nice or awful sort of awful very awful
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BIPOLAR ADJECTIVE SCALE/SEMANTIC DIFFERENTIAL TASK
T E ST  ITEMS
1) Being shouted at for something I haven’t done is ...........
very good sort of good neither good or bad sort of bad very bad
very sad sort of sad neither sad or happy sort of very
happy happy
very nice sort of nice neither nice or awful sort of awful very awful
2) Being congratulated when I have done something well is ...........
very bad sort of bad neither bad or good sort of good very good
very happy sort of neither happy or sad sort of sad very sad
happy
very nice sort of nice neither nice or awful sort of awful very awful
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BIPOLAR ADJECTIVE SCALE/SEMANTIC DIFFERENTIAL TASK
B ip o la r  A d je c t iv e s
I am
very good sort of good neither good 
or bad
sort of bad very bad
very sort of hopeless neither hopeless sort of very
hopeless or hopeful hopeful hopeful
very perfect sort of perfect neither perfect 
or imperfect
sort of very
imperfect imperfect
very friendly sort of friendly neither friendly 
or unfriendly
sort of very
unfriendly unfriendly
very kind sort of kind neither kind 
or unkind
sort of 
unkind
very
unkind
very ugly sort of ugly neither ugly
beautiful
sort of 
beautiful
very or 
beautiful
very sort of successful neither successful sort of very
successful or unsuccessful unsuccessful unsuccessful
very
important
very
dishonest
sort of important
sort of dishonest
neither important 
or unimportant
sort of ... very 
unimportant unimportant
neither dishonest sort of very
or honest honest honest
very clever sort of clever neither clever 
or stupid
sort of stupid very stupid
very selfish sort of selfish neither selfish sort of very
or unselfish unselfish unselfish
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very sort of
idependent dependent
neither dependent sort of very 
or independent independent independent
very happy sort of happy
very sort of
unreliable unreliable
neither happy 
or sad
sort of sad very sad
neither unreliable sort of very
reliable reliable reliable
very strong sort of strong
very boring sort of boring
very careful sort of careful
very sort of
obedient obedient
neither strong 
or weak
neither boring 
or interesting
neither careful 
or careless
sort of weak very weak
sort of very 
interesting interesting
sort of 
careless
very
careless
neither obedient sort of very 
or disobedient disobedient disobedient
very shy sort of shy
very humble sort of humble
neither shy 
or outgoing
neither humble 
or proud
sort of 
outgoing
sort of 
proud
very
outgoing
very
proud
very useless sort of useless neither useless 
or useful
sort of useful very useful
very fair sort of fair neither fair 
or unfair
sort of unfair very 
unfair
very mean sort of mean neither mean 
or nice
sort of nice very nice
very bold sort of bold
very sort of
popular popular
neither bold or timid sort of timid very timid
neither popular sort of very 
or unpopular unpopular unpopular
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RAW DATA
SUBJECT CAPE PRE CAPE POST SWS PRE SWS POST
1 2 6 5 4
2 6 5 3 2
3 6 5 0 1
4 5 5 8 8
5 8 9 2 1
6 28 23 2 2
7 19 16 7 9
SUBJECT RSE PRE RSE POST LSIB PRE LSIB POST
1 9 8 12 14
2 8 8 11 12
3 8 9 13 16
4 6 4 3 5
5 8 9 7 11
6 9 8 14 15
7 6 10 10 10
SUBJECT BLSI PRE BLSI POST SDT PRE SDT POST
1 10 10 1.15 1.24
2 8 9 2.38 2.12
3 11 10 1.67 1.5
4 7 3 2.8 2.39
5 8 6 1.82 1.25
6 12 10 1.52 1.28
7 8 11 1.53 1.6
SUBJECT SDT/NO PRE SDT/NO POST —
1 20 25
2 21 25
3 21 24
4 20 23
5 18 24
6 25 25
7 19 25
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ABSTRACT
The present study examines the effects of problem behaviour 
severity (mild vs, severe), intervention type (accelerative 
vs. reductive, and functional vs. non-functional) on staff 
member’s ratings of acceptability and perceived effectiveness 
of six interventions used to treat self-injurious behaviour 
(SIB). The study also examines the effect of type of job 
(supervisory, direct care), type of service (NHS, social 
services, voluntary), work experience experience of working 
with people who display SIB and experience of interventions. 
The findings showed that (a) interventions were rated 
differentially in terms of acceptability and effectiveness,
(b) accelerative techniques were found to be more acceptable 
and perceived to be more effective than reductive techniques,
(c) functional interventions were found to be more acceptable 
and effective than non-functional techniques, (d) 
accelerative interventions were found to be more acceptable 
for dealing with mild SIB than severe SIB and reductive 
interventions were found to be more acceptable for dealing 
vith severe SIB than mild SIB (e) experience of behavioural 
techniques increases ratings of acceptability and 
effectiveness. The results are discussed in the light of 
Previous literature and with regards to implications to 
ciinical practice.
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thtrodttction
Self-injurious behaviour is perhaps the most disturbing 
aspect of working with people with learning disabilities. 
Consequently, carers are keen to reduce or eliminate such 
behaviour. Much research has looked into ways and means of 
reducing this behaviour. However, little attention has been 
paid to the views of staff concerning the interventions they 
are asked to implement. Staffs views of the acceptability 
and effectiveness of interventions may be an important factor 
in how successful a particular intervention is, in terms of 
how well it is implemented.
In the current climate of consumer satisfaction and selling 
Psychological services, it is important for our Service to be 
as saleable a product as possible. Matching interventions not 
only to the problem and client but also to the staff member 
can only serve to improve the service to the client and 
relationships between staff and the Psychology Service.
1.1 SELF-INJURIOUS BEHAVIOUR
1.1.1 Definition
Self-injurious behaviour (SIB) refers to responses which 
result in physical damage to the individual displaying the 
behaviour. The most common pattern of this behaviour is 
chronic and repetitive, occurring at frequencies of between
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hundreds of times per minute to several times a month. It 
can result in immediate or cumulative damage .
Self-injury appears in many forms. The AABT Task Force
(1982) isolated the following generic types;
- Self-striking (e.g. face slapping, head banging)
- Biting various body parts.
- Pinching, scratching, poking or pulling various body 
parts (e.g. eye poking, hair^pulling)
- Repeated vomiting or vomiting and reingesting food.
- Consuming nonedible substances (e.g. eating objects, such 
as cigarettes - pica, eating faeces - coprophagia).
1.1.2 Consequences of SIB
SIB is of great clinical importance because of it's many 
negative consequences.
a) Physical damage. For example secondary infection, 
deformation of the face and limbs, blindness, deafness, 
additional neurological damage and sometimes death.
b) Exclusion. People who self-injure are at an increased 
risk of institutionalisation (Lakin et al, 1983) and of being 
excluded from community based services (Schalock et al, 
1981).
c) Neglect. People who self-injure are likely to have their 
needs neglected. The majority of inappropriate client 
behaviour in institutions is ignored by staff (Felce et al, 
1987) and the attention which is provided is likely to be
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negative (Grant and Moores, 1977), They are also unlikely to 
have programmed day activities or treatment programmes 
(Oliver et al, 1987).
d) Abuse. People who show self-injury are more likely to be 
abused than other people with learning disabilities (Rusch et 
al, 1986).
40-50% of people who self-injure are on psychoactive 
medication (Altmeyer et al, 1987) despite little evidence of 
effective outcome and the existence of serious and 
unpleasant side effects (Gadow and Poling, 1988; Singh and 
Millichamp, 1985).
Behavioural interventions have relied on unduly punitive 
methods (Altmeyer et al, 1987).
30-50% of people who self-injure wear protective and 
mechanical devices, for example, mittens, elbow splints, palm 
splints, lip splints, and helmets (Murphy and Wilson, 1985), 
which can interfere with participation in activities, lead to 
muscular atrophy, shortening of the tendons or result in 
other injuries (Spreat et al, 1986). They can also lead to 
reduced levels of interaction with carers (Griffin et al, 
1986).
1.1.3 Prevalence
Reports indicate that between 8-15% of people living in 
institutional settings display SIB (Murphy, 1985) as compared 
to the lower rates reported in less restrictive settings of
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3-10% of people in community residential or day facilities 
and 1-4% of people living independently or at home with 
families (Emerson, 1992).
SIB is directly proportional to the level of severity of an 
individual’s learning disability and is reported to occur at 
a rate of 90% in people with severe or profound learning 
disabilities (Schroeder et al, 1978).
SIB has been found to be common in people with autistic 
features, e.g. unresponsiveness to social cues, 
disproportionatley poor language development and stereotyped 
behaviour (Maisto et al, 1978).
SIB, although it can exist at any age, is more common in 
younger people (Schroeder et al, 1978). No consistent sex 
differences have been reported. Little is known about the 
long term course of SIB. The age bulge in the 18-35 age group 
suggests that the behaviours decrease in later life. 
Schroeder et al (1978) reports a 50% re-referral rate in one 
or more of a three year study period and only 15% were re­
referred in all three years of the study. However, much of 
the research literature suggests the problem is chronic. 
Windahl (1988) reported 87% p£ople remaining in a Swedish 
special hospital and 97% of those discharged still exhibited 
SIB at 10 year follow up. Treatment reports have shown a 75% 
relapse rate for a contingent electric shock procedure 
(Murphy and Wilson, 1980) and 60% of people undergoing 
aversive behavioural procedures have been shown to display 
SIB 7 years later (Griffin et al, 1986).
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1.1. 4 Causes of Self-Injurious Behaviour
Origin and Maintenance
Self-injurious behaviour is caused by one factor or set of 
factors (Iwata et al, 1982), but may be maintained by a 
completely different set of factors. The specific 
contribution of factors to either origin, maintenance or both 
needs to be established in order to devise an effective 
treatment procedure.
Psychodynamic Theory
Many psychodynamic theories have been proposed to account for 
the SIB. These include suggestions that the behaviour is an 
attempt to alleviate guilt (Beres, 1952), displaced anger 
directed at others (Menninger, 1935), auto-aggressive (Freud, 
1954), traces ego boundaries (Bychowski, 1954) and is auto­
erotic or aids the establishment of ego boundaries 
(Greenacre, 1954). This perspective has not however produced 
effective treatment techniques (Bachman, 1972).
Developmental Theory
Due to the common appearance of self-injury in children and 
infants without learning disabilities (Kravitz et al, 1960), 
it has been suggested that self-injury is a developmental
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phenomenon which remains and becomes problematic in people 
with learning disabilities due to their slow rate of 
development. However, self-injury in children differs in 
that it is transient, usually takes one form (headbanging and 
body rocking) and generally occurs at bedtime (Murphy and 
Wilson, 1985). Although it is likely that the behaviour has 
a developmental function, the precise function is unknown.
Organic Theory
A) The association of SIB with more profound learning 
disabilities suggests an organic component (Corbett and 
Campbell, 1981). SIB is associated with two organic 
syndromes. It is shown in almost all people with Lesch-Nyhan 
Syndrome (Christie et al, 1982) and about 50% of those with 
De Lange Syndrome (Shear et al, 1971). The precise organic 
mechanism has not as yet been established.
B) Cataldo and Harris (1982) highlighted the role of 
endorphins (opiate-like substances released during SIB) in 
self-injurious behaviour. However, the shortlived action of 
naloxone in suppressing SIB, an endorphin inhibitor, suggest 
their role may be relatively small (Dorsey et al, 1983).
C) It is possible that SIB arises as a means of relieving 
pain or irritation of a minor or untreated medical disorder, 
for example contact dermatitis (Carr and McDowell, 1980) or 
otitis media (De Lissovoy, 1963)
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D) It has also recently suggested that SIB is a component of 
frontal lobe epilepsy (Gedye, 1989),
Self-stimulation Theory
This suggests that an individual engages in SIB in order to 
produce the sensory stimulation which is necessary for their 
functioning, which is otherwise absent in the environment. 
Those with sensory impairments are at risk of eye-poking (if 
blind) and ear-poking (if deaf). There is some supporting 
evidence to suggest that SIB occurs more frequently in 
unstimulating environments (Iwata et al, 1982).
Behavioural Theory
SIB is seen as operant behaviour which is controlled by it's 
consequences and antecedents. It is seen as a means of 
obtaining reinforcing consequences or of avoiding unpleasant 
events. These specific environmental events vary widely 
between individuals (Iwata et al, 1982), but social attention 
and escape from demands are thought to be the most common 
maintaining factors.
1.1.5 Summary
SIB exists in various forms and has many negative 
consequences. It's occurrence is widespread and is more
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prevalent in institutional settings, with severe and profound 
learning disabilities and between the ages of 18 and 35. 
Consequently the problem is worthy of investigation.
There are a number of theories as to the causes of this 
type of behaviour and to why it remains once it has 
developed. The majority of interventions for dealing with SIB 
have grown out of Behavioural Theory and thus the main focus 
of this research will be on these interventions.
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1.2 Interventions For Dealing ffith Self-Injurious Behaviour
1.2.1 Functional Analysis
Perhaps the most important part of developing an intervention 
for SIB is the functional analysis of the behaviour. Failures 
of the treatments are likely to be due to insufficient 
analysis of the factors maintaining the behaviour. Throughout 
the 1970's there was an untested implicit assumption that SIB 
was attention-maintained. This assumption was shown to be 
unfounded (e.g. Carr et al, 1976), and SIB was found to have 
a number of maintaining factors (Iwata et al, 1982).
The existence of multiple determination of behaviour has 
important implications for intervention. For example 
contingent withdrawal of attention will reduce attention 
maintained behaviour but may increase behaviour maintained by 
escape from social situations (Iwata, 1987).
Several methods have been developed recently for improving 
functional analyses. Iwata et al (1982) developed a method of 
analogue assessment for the formal functional analysis of 
SIB. This involves observing clients in different situations 
thought to maintain the behaviour and noting the effect on 
the frequency of SIB in each of the situations. Edelson
(1983) developed this methodology to use naturalistic 
observations and Durand and Crimmins (1984) have developed a 
16-item Motivational Assessment Scale for use with carers to 
isolate possible maintaining factors. Micro-processors have
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also been recently developed for data collection and analysis 
(Repp and Felce, 1990).
The increase in the availability of these sophisticated 
analytic methods has contributed to a trend of increasing the 
links between interventions and functional analysis 
(functional interventions) (Iwata et al, 1990 a,b; Repp et 
al, 1988; Carr et al, 1990b). This approach will enhance 
treatment effectiveness, reduce reliance on aversive 
techniques and facilitate generalisation and maintenance of 
gains (Emerson, 1992). However, studies not making these 
links continue to be conducted. Repp et al (1990) report only 
3% of intervention studies for SIB sampled over a 5 year 
period recorded data on conditions maintaining SIB during 
baseline.
1.2.2 Medication
Reports from the 1970*s indicate that medication is the most 
common form of treatment for people showing SIB. Surveys find 
as many as 40-60% of cases on medication (Maisto et al, 1978; 
Schroeder et al, 1978; Altmeyer et al, 1987), despite only a 
few controlled studies showing that medication is actually 
effective in reducing SIB (Schroeder et al, 1978). Williams 
et al (1984) withdrew medication from 75% of people showing 
SIB over a 3 year period with no ill effect, 80% of these 
either improved or remained stable. The study also showed a 
concomitant 75% decrease in use of physical restraint.
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Chemical intervention with carbidopa, HTP and 5-HTP show 
promise in treating SIB in Lesch-Nyhan clients (Nyhan, 1976; 
Mizuno and Yugari, 1974). However, it is currently not 
possible to cure some conditions e.g. Lesch-Nyhan Syndrome, 
in order to eliminate self-injury and often when a cure is 
possible e.g. with otitis media, the SIB continues and 
requires additional treatment.
Behavioural interventions are found to be effective in 
treating SIB correlated with medical disorders (AABT Task 
Force, 1982). Thus medical treatment may be neither 
necessary nor sufficient for dealing with SIB (Anderson et 
al, 1975).
1.2.3 Physical Restraint
Gorman-Smith and Matson (1985) in their meta-analysis of 
treatment studies, found that physical restraint was one of 
the procedures most frequently studied. Restraints include 
ties, belts, helmets, arm splints, lip splints and palm 
splints. People may also find their own restraints, for 
example winding their arms in jumpers or under the arms of a 
chair. The main reason for the use of these devices is to 
protect the person from immediate harm. They may be justified 
in the short term, as a first step, but continued use may 
cause problems. For example, the restraint may become 
reinforcing and may increase SIB (Favell et al, 1978); 
extreme attachment may result with consistent use and the
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behaviour may come to dominate the person's whole behavioural 
repertoire (Murphy, 1978). Additional intervention may be 
reqired to wean the client off the device (Kinnell, 1984).
Physical restraint is also used as a punishment procedure to 
reduce an undesired behaviour (Singh et al, 1981) and has 
been shown to be effective (Gorman-Smith and Matson, 1985). 
It has also been found to be effective in conjunction with 
DRO in reducing chronic SIB X-Dorsey et al, 1982)
1.2.4 Behavioural Interventions
Behavioural interventions operate either by rearranging 
consequences of the behaviour or rearranging antecedent 
stimuli which control differential occurrences of the
behaviour. The research has yielded an array of procedures 
with varying degrees of effectiveness in reducing SIB.
a) Differential Reinforcement of Alternative Behaviour.
This technique provides reinforcement for appropriate, non­
in jurious behaviour, which is thus strengthened. Two 
specific types exist: Differential Reinforcement of Other 
Behaviour (DRO) provides reinforcement after a specified 
period of time during which no SIB occurs and Differential 
Reinforcement of Incompatible Behaviour (DRI) is the
reinforcement of specified behaviours which are
oppositional to the undesired response. The 100% rule states
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that two incompatible responses must represent the universe 
of possibilities, for example sit down and not sit down are 
incompatible behaviours.
Outcome research shows that DRO and DRI effective when used 
alone (Favell et al, 1982) but are often more effective in 
conjunction with other procedures e.g. overcorrection (Repp 
and Deitz, 1974; Gorman-Smith and Matson, 1985).
b) Stimulus Control
This assumes that depending on the individual's reinforcement 
history, SIB will be more likely to occur in the presence of 
certain stimuli. Treatment provides access to stimulus 
conditions in which little or no SIB is shown.
A second approach is to bring the undesired behaviour under 
the control of a discriminative stimulus, so that the 
behaviour only occurs in the presence of this stimulus and a 
fading procedure can be implemented for the undesired 
behaviour.
This technique has been shown to be effective in reducing 
levels of SIB (Carr et al, 1980).
c) Extinction/Time Out
Extinction involves withholding previously given 
reinforcement following SIB. For example if the behaviour is 
maintained by attention then any occurrence of the behaviour 
would need to be ignored, if the behaviour was reinforced by 
escape from demands, then no escape would be allowed.
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Extinction has been found to be effective (Lovaas and 
Simmons, 1969), partially effective (Duker, 1975) and 
ineffective (Myers, 1975).
Failure of extinction may be due to one or more of the 
following factors: Extinction is unfeasible in situations
where the maintaining reinforcer cannot be identified or 
consistently withheld or in situations where the behaviour is 
severe. When an extinction procedure is first implemented, 
the individual usually works harder i.e. increases the rate 
of undesired behaviour, to obtain the desired consequence. In 
the case of severe behaviour this would be too harmful to the 
client, unless adequate protection is provided.
Time Out involves removing the individual from the 
opportunity of obtaining reinforcement contingent upon the 
occurrence of SIB. Time out comes in various forms: 
withdrawal of a preferred carer from the client's environment 
(Tate and Baroff, 1966), placement of a cloth over the 
client's face (Lutzker, 1978) and removal of the client to an 
unstimulating room (White et al, 1972). The time period of 
time out should be brief (a few seconds to 15 minutes).
Time out has been shown to be very effective (Gorman-Smith 
and Matson, 1985) and most effective in conjunction with 
reinforcement of alternate behaviour and a stimulating time- 
in environment (e.g. Anderson et al, 1975).
d) Punishment
Punishment consists of the delivery of an aversive event
185
contingent upon the undesired behaviour,
i) Overcorrection, This procedure is complex and is 
tailored to the particular type of SIB performed. It tends to 
conform to the following pattern: the individual is assisted 
in practising specific alternatve behaviours contingent upon 
SIB which are matched in form to the SIB, e.g. people who 
bang their heads may be required to perform some head
movement exercises. The duration is usually lengthy e.g. 
20mins, requires effort, verbal and manual prompting is 
provided if necessary and positive reinforcement is withheld 
until the procedure is complete.
Overcorrection has been popular, perhaps because it claims 
to be an educative procedure. It is thought to be one of the 
most effective interventions and has much supportive evidence 
(e.g. Azrin et al, 1975; Johnson et al, 1982). It was, 
however, found to be only moderately effective in the meta 
analytic study of Gorman-Smith and Matson (1985).
ii) Shock. Harmless but aversive shock is applied with
either a shock prod or remote control devices, to an 
individual's limb or back, contingent upon the occurrence of 
the undesired behaviour (Butterfield, 1975). This treatment 
has been widely found to be effective at initially 
suppressing SIB (e.g. Carr and Lovass, 1982; Lovaas and
Simmons, 1969; Corte et al, 1971). It has been found to be 
ineffective with people with Lesch-Nyhan Syndrome (Anderson 
et al, 1975).
Although shock may be highly effective in immediate
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reduction of SIB, itfs effects do not generalize (Corte et 
al, 1971) and periodic readministration may be necessary 
(Lovaas and Simmons, 1969), Although there are remarkably few 
substantiated reports of negative side effects from such 
procedures (Lichstein and Schreibman, 1976). It is 
considered restrictive, painful, intrusive and susceptible t 
abuse. It is therefore only used in tightly controlled 
situations (May et al, 1976) and is not used in the UK.
iii) Other Punishers. A variety of other punishers have 
been used such as lemon juice (Sajwaj et al, 1974), ammonia 
(Rapoff et al, 1980), facial screening (Singh et al, 1981) 
and water mist spray (Murphy, 1977). These have all been 
found to be effective.
1.2.5 Functional Communication Training
This technique has grown out of the concern to link 
intervention with behaviour analysis. The communication 
hypothesis suggests that SIB may be conceptualised as a 
communicative act and may be eliminated by providing the 
individual with a functionally equivalent but more 
appropriate communicative response (Carr, 1988). Functional 
Communication Training has come to be seen as a major 
component of non-aversive approaches to intervention (Carr et 
al, 1990a,b).
For example, Bird et al (1989), showed that FCT reduced 
long-standing SIB in two men with profound learning
-  17  -
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disabilities. The SIB was maintained in both cases by escape 
from demands. The functionally equivalent communicative 
responses were either the exchange of a token or the manual 
signing for a break.
The effectiveness of FCT depends on i) the alternative 
response being functionally equivalent to the challenging 
behaviour, not just a socially appropriate communicative act 
(Carr and Durand, 1985a), ii)^the alternative response being 
more efficient than the SIB (Horner et al, 1990) and iii) the 
inclusion of traditional response deceleration techniques 
(Ttfacker et al, 1990b).
1.2.6 Gentle Teaching
Gentle Teaching is a recent approach developed by John McGee 
and his associates over the last decade. It has more of a 
philosophical basis than an empirical one. The goal is to 
establish for the client the reinforcing value of social 
interaction so that "bonding "will occur between the client 
and therapist (Jordan et al 1989). The bonding enables the 
therapist to gain interactional control over the client!s 
behaviour. Gentle teaching emphasises a humanizing and 
respectful posture toward persons with learning disabilities 
and rejects punishment techniques (Casey et al, 1985; 
Menolascino and McGee, 1983). One of the basic assumptions of 
this approach is that everyone has an inherent longing for 
affection and warmth and eventually this longing will respond
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to unconditional valuing. The implication is that people 
showing challenging behaviours are in need of this affection 
and warmth.
McGee (1985d) reports the technique as successfully applied 
to 650 clients at the Nebraska Psychiatric Institute over a 5 
year period, with only 13% requiring additional treatment and 
only 5% needing to return after only an average stay of 28 
days.
Although, Gentle Teaching may seem to be the solution to 
all the problems of dealing with SIB, it has it's critics. 
There are serious methodological limitations to the 
evaluation of this approach (Singh, 1983; Mudford, 1985) 
which cast doubt on the validity of the results. For example, 
the treatment results reported are often informal 
observations or descriptions of progress, pre- and post­
treatment videod vignettes or the treatment data has no 
baseline or control condition (Jordan et al, 1989).
Furthermore, although the approach is heralded as an 
original one, analysis of videotapes (McGee, 1986) and 
written material, suggest that it is a combination of some 
simple management techniques and a differential reinforcement 
procedure (Jordan et al, 1989). Others suggest it is little 
more than a complex package comprised of well-validated 
behaviour management techniques such as ignore-redirect- 
reward (Favell et al, 1982), rearranging the environment, 
establishing stimulus control (Gold, 1972), errorless 
learning (Cronin and Cuvo, 1979), shaping and fading (Stokes
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and Baer, 1977), teaching quietly and limiting the therapist 
use of speech to maximize the reinforcing power of the human 
voice (Gold, 1972), gradual guidance and providing a high 
density of reinforcement and then reducing it (Jordan et al, 
1989). It seems unimportant whether or not the approach is 
made up of a selection of well-tried behavioural techniques, 
the philosophy is original and this philosophy of 
unconditional valuing can only enhance attitudes towards 
people with learning disabilities. It may be a way of giving 
a new face to established techniques and hence increasing 
their effectiveness.
It is recommended (AABT Task Force 1982) that any treatment 
for self-injurious behaviour should consist of the following 
generic components: 1) Analysis of biological and
environmental conditions maintaining the behaviour and using 
this information in the design of the intervention 
(Functional Analysis) 2) Teaching and reinforcement of 
noninjurious, appropriate behaviour (DRO,DRI) 3)
Identification and discontinuation of reinforcers for the SIB 
(Extinction) 4) Establishment and provision of stimulus 
conditions associated with noninjurious behaviour (Stimulus 
control) 5) Punishment may be necessary in situations of 
severe behaviour or where other less aversive interventions 
have failed 6) Conditions for generalization should be built 
in. Thus, a multi-component package is recommended for 
effective behavioural treatment of SIB.
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1.2.7 Summary
Many interventions have been used to deal with SIB, with 
varying levels of success. Medication has not been shown to 
be very effective with this behavioural problem, Physical 
Restraint, DRO, Stimulus Control and Functional Communication 
Training have been shown to be effective although sample 
sizes tend to be small, which reduces the generalizability of 
the results. Gentle Teaching seems to be surrounded in 
controversy as to whether it is a technique or not and has 
shown promising results, although the reliability and 
validity of these has been questioned.
The growing trend is for interventions to be based on a 
sound functional analysis and to be multi-component packages.
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1.3 SOCIAL VALIDITY
Throughout the last three decades behaviour analysts have 
developed, refined and evaluated behavioural intervention 
procedures. As a result the psychologist has at her disposal 
a wide range of procedures which have been effective in 
reducing challenging behaviours. However, the majority of 
evidence from the UK and America shows that the majority of 
individuals with SIB receive no formal treatment (Altmeyer et 
al, 1987; Oliver et al, 1987) and two thirds of written 
programmes which do exist for people with severe or frequent 
SIB contain an aversive component (Emerson, 1992). Gorman- 
Smith and Matson (1985) reported that 84% of studies between 
1976 and 1983 employed aversive techniques. Although aversive 
techniques have been shown to be effective and outcome 
measures of client change are obviously a priority when 
evaluating a new procedure, concern has grown over the last 
decade about the use of aversive procedures and several 
authors have noted the importance of broadening the criteria 
used to evaluate interventions.
The psychologist frequently works as a consultant and as 
Wolf (1978) and Kazdin (1977) reasoned, it is not enough for 
behavioural procedures to be effective, they must also be 
accepted by the individuals with whom they are being 
implemented. As Wolf noted, "If the participants don*t like 
the treatment then they may avoid it, or run away, or 
complain loudly. And thus, society will be less likely to use
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our technology, no matter how potentially effective and 
efficient it might be." (p206) Thus the social acceptability 
of an intervention is of primary importance.
Wolf’s (1978) work on SOCIAL VALIDITY argues that society 
needs to validate behavioural treatments on at least three 
levels a) the social significance of the goals b) the social 
appropriateness of the procedures and c) the social 
importance of the effects. When Psychologists are the direct 
treatment agent, they should focus on the social validity of 
the target behaviours and treatment outcomes, but when they 
are consultants it is important to assess the social validity 
of the procedures.
ACCEPTABILITY refers to judgements about the treatment 
procedures by nonprofessionals, lay persons, clients, and 
other potential consumers of treatment. Judgements of 
acceptability include whether treatment is appropriate for 
the problem, whether it is fair, reasonable or intrusive, and 
whether it is consistent with conventional notions of what 
treatment should be.
It may be argued that it is not necessary to take into 
account the consultee’s opinion about the proposed 
intervention, considering the consultant’s expertise. But 
there are a number of reasons why professionals should be 
concerned about the acceptability of treatment procedures.
1) When several effective techniques are available for 
dealing with one problem, treatments that are similar or even 
equal in efficacy may not necessarily be equally acceptable
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to the clients (Kazdin, 1980b). Therefore acceptability may 
be important in deciding on a suitable technique.
2) Ethical and legal issues raise concerns over treatment 
acceptability. Independently of their intended or likely 
effects on behaviour, courts in the USA have ruled out 
certain procedures because they infringe upon client rights 
(Budd and Baer, 1976). Institutional review committees, again 
in the USA, are often utilized and may include lay persons 
to help decide whether an intervention is acceptable for a 
particular problem (May et al, 1976). Acceptability addresses 
many of these concerns.
3) If variables which affect perceptions of acceptability 
can be determined, manipulation of these variables may be 
able to increase the acceptability of an intervention. This 
may be used to make a less acceptable but effective 
intervention more acceptable to the consumer.
4) Improving the overall acceptability may increase the 
likelihood that an intervention is sought, initiated, and 
implemented with integrity (Rosenberg and Raynes, 1976)
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1.4 ACCEPTABILITY RESEARCH
Models of Acceptability
Two models of treatment acceptability, which have proved 
useful heuristic guides, have been proposed. Witt and Elliott 
(1985) developed a model of acceptability, primarily 
applicable to experienced service providers (Fig. A). They 
say that acceptability is the initial issue in treatment 
selection and use. When a treatment is thought to be 
acceptable, the probability of using it is higher relative to 
other treatments. Then if integrity is high, the probability 
of the treatment being effective is increased. Finally, if 
the effectiveness is enhanced, the treatment will be more 
likely to be deemed acceptable. Thus, Witt and Elliott 
characterize the relationship among the four elements as 
sequential and reciprocal and a break in any of the links 
should affect the remaining links. They have found empirical 
support for the acceptability-use link (Happe, 1983), the 
integrity-effectiveness link (Yeaton and Sechrest, 1981), and 
the effectiveness-acceptability link (Kazdin, 1981).
Reimers, Wacker and Koeppl (1987) expanded on this model 
(Fig.B), through research with parents and teachers with 
children with behaviour problems. They added the assumption 
that an intervention must be understood before judgements of 
acceptability can be made. The model makes the assumption 
that the behaviour problem is severe, only positive
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interventions are proposed and that acceptability ranges from 
high to low. If a treatment is poorly understood, then low 
compliance (poor integrity) and low effectiveness follow and 
education needs to be provided to improve understanding. If a 
treatment is well understood, but has low acceptability, then 
low compliance and low effectiveness again follow and the 
treatment should be modified or a new treatment proposed.
FIGURE A.
Acceptability 
of treatment
Effectiveness 
of treatment
A
Use of 
treatment
Integrity of 
treatment
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If acceptability is high, then the probability is that 
compliance will be high. However, effectiveness may be high 
or low. Low effectiveness would produce low maintenance and 
reassessment is indicated. High effectiveness leads to high 
maintenance if the disruption (time, resources, etc.) to 
carers is minimal, but low maintenance if disruption is 
great.
Research Methodology
Before 1980 acceptability was addressed only indirectly via 
anecdotal information (e.g.Foxx and Azrin, 1972) or 
questionnaire responses (e.g. Porterfield et al, 1976). 
These ratings have often been of unknown validity and 
retrospective and thus confounded with treatment outcomes 
(Kazdin, 1980b).
In 1980, Kazdin published two acceptability studies (Kazdin, 
1980a; 1980b). These studies set the precedent for much of 
the ensuing research. The paradigm consists of a vignette 
ofa client displaying a problem behaviour paired with a 
written description of an intervention applied to that 
problem. These problem-intervention vignettes are read and 
rated on an acceptability rating scale by raters. By varying 
the case and intervention descriptions, researchers can 
investigate factors affecting acceptability.
There have been a number of clinical studies where 
clients/consultees are asked to implement procedures for
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clinical problems and to rate their vievs of acceptability at 
various points of the process (e.g. Reimers and Wacker, 1988; 
Reimers etal, 1989; Walle et al, 1984; Shapiro and Goldberg, 
1986). The findings of these studies may be confounded if 
the ratings of acceptability are performed after the 
intervention has been implemented.
The advantages of the analogue methodology are that the 
researcher has more control over the variables that may be 
related to acceptablility. It also takes less time and effort 
than naturalistic investigations. The disadvantages include: 
a lack of ecological validity, asking raters to rate numerous 
interventions, and raters may not fully understand the 
treatment as written. Views may thus differ when actually 
implementing the intervention.
Rating Scales
There are two main rating scales used in acceptability 
research. The first to be developed was the 
Treatment Evaluation Inventory (TEI) (Kazdin, 1980a). This 
consists of 15 items rated on a 1- to 7-point Lickert scale, 
producing a maximum acceptability score of 105.
Acceptability is related to the evaluative dimension of the 
Semantic Differential (Osgood et al, 1957) (Kazdin, 1980a) 
which reflects an overall positive or negative reaction to a 
situation. This has often been included in research to 
provide a partial validation for the TEI (Kazdin, 1980a).
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The 9-item TEI-SF (short form) has recently been developed 
by Kelley et al (1989). This may prove to be a preferable 
instrument since it is completed in a shorter time, is less 
difficult to read and is preferred by raters (Kelley et al 
1989)
The second major instrument in this field of research is the 
Intervention Rating Profile (IRP) developed by Witt and 
Martens (1983) for assessing acceptability of classroom 
behavioural interventions. This is a 20-item 1-to 6-point 
Lickert scale ranging from "Strongly Disagree" to "Strongly 
Agree". The items assess factors such as whether an 
intervention is appropriate for a given problem, requires too 
much time to implement, poses undue risk to the child and 
adversely affects other children. It yields a maximum 
acceptability score of 120. Factor analysis revealed a factor 
of general acceptability and four secondary factors of risk, 
time, effects on other children, and teacher skill. It had 
and alpha coefficient of .91. The scale has been shown to 
differentiate accelerative and reductive interventions on the 
basis of acceptability (Witt and Martens, 1983) and also to 
be highly correlated with the evaluative component of the 
Semantic Differential.
Martens et al (1985) used a shortened, 15-item IRP which 
also loaded highly on only one factor and was highly 
correlated with the Semantic Differential and had an alpha 
coefficient of .98. This version has been most frequently 
used by researchers since 1985.
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The Children’s IRP (CIRP) was developed by Witt and Elliott 
(1985).
Other modifications of the TEI have also been used. 
Miltenberger and colleagues (1989b) modified 12 of the 15 
items on the TEI and Reimers and Wacker (1988) also modified 
the TEI to produce the 15 item TARF (Treatment Acceptability 
Rating Profile which Reimers et al (1989) further modified 
to include 17 items.
The IRP has been modified by VonBrock and Elliott (1987) by 
including nine items to assess perceived effectiveness. This 
was named the Behaviour Intervention Rating Scale (BIRS). The 
BIRS was developed to assess the role played by raters 
perceptions of effectiveness as well as acceptability, since 
the effectiveness of a technique is a major determinant of 
treatment selection. The nine new items (the Effectiveness 
Rating Profile - ERP) were generated from the effectiveness 
literature and relate to rate of behaviour change, level of 
behaviour change, maintenance of behaviour change, 
generalization to other settings and behaviours and peer 
comparisons. The 24 item BIRS is in a 1-to 6-point Lickert 
format, ranging from "Strongly Disagree" to "Strongly Agree". 
Factor analysis reveals 3 factors accounting for 73.6% of the 
variance - acceptability, effectiveness and time. 
Acceptability and effectiveness were shown to be highly 
correlated. Acceptability and effectiveness were also found 
to be highly correlated with the evaluative dimension of the
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Semantic Differential, The BIRS had an alpha coefficient of 
.97, showing good reliability.
Settings
The TEI has tended to be used to evaluate the acceptability 
of interventions for child problem behaviours in general and 
the IRP has primarily been used to evaluate school-based 
interventions. The IRP has also been used to assess treatment 
acceptability in a hospital setting (Tarnowski et al, 1989; 
Tarnowski et al, 1987). Acceptability of interventions 
applied to people with learning disabilities has been 
assessed using both the IRP (Tarnowski et al, 1990; Tarnowski 
et al, 1989) and the TEI (Miltenberger et al, 1989a).
Raters
Kazdin (1980a; 1980b; 1981) used undergraduate college
students to evaluate different interventions in terms of 
their acceptability. Since then the drive towards greater 
ecological validity of acceptability research has used 
potential or actual consumers. Many groups of people have 
been cited in the literature. The vast majority of research 
has been carried out with teachers and student teachers 
(e.g.Witt et al 1984; Witt, Elliott and Martens, 1984). 
Parents as both potential consumers (Frentz and Kelly, 1986) 
and as consumers (Walle et al, 1984) of treatment
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interventions, staff for psychiatric inpatients (Kazdin, 
1984), school psychologists (Elliott et al, 1987), paediatric 
nurses (Tarnowski et al, 1987), school children (Shapiro and 
Goldberg, 1986a) and child psychiatric inpatients (Kazdin et 
al, 1981). Much of this research is in keeping with Kazdin’s 
early work, suggesting this work is still valid.
There have been only three studies which address the 
acceptability of interventions for dealing with problems of 
people with learning disabilities. These used staff members 
as raters of acceptability (Tarnowski et al, 1989; 
Miltenberger et al, 1989a; Tarnowski et al, 1990).
Problems
Problem behaviours which have been investigated include: self 
injury, aggression/disruption, noncompliance, nocturnal 
enuresis, paediatric pain, classroom conduct problems, 
attention deficit disorder and parent-adolescent conflict •
Interventions
The majority of research has focussed on behavioural 
interventions for dealing with the problem behaviours, common 
interventions studied include: DRO, DRI, token economy, time 
out, stimulus control, extinction, response cost and 
overcorrection. Other approaches which have been evaluated
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include medication, electric shock, spanking, paradoxical 
intervention, and humanistic and pragmatic approaches.
1.5 FACTORS AFFECTING ACCEPTABILITY
Effectiveness
The relationship between acceptability and effectiveness has 
been shown to be more complex than at first thought. It would 
seem logical that the relationship would be hierarchical 
(Kazdin, 1980a) in that a treatment would not be percieved as 
acceptable unless it was also effective. This assumption has 
had mixed support in the literature.
Kazdin (1981) found acceptability and treatment efficacy to 
be unrelated. However, the difference in effectiveness 
information between groups in this study has been criticized 
(McMahon and Forehand, 1983; Witt, Elliott and Martens, 1984) 
for not being wide or detailed enough and this may account 
for the failure to find a relationship. Clark and Elliott 
(1987) found that when subjects understand an
interventions, treatments described as strong and successful 
were rated as more acceptable than those described as weak 
and relatively unsuccessful.
Von Brock and Elliott (1987) used the BIRS to investigate 
the relationship between acceptability and outcome 
information. They found that for a mild problem, researcher 
based effectiveness information increased ratings of
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effectiveness and acceptability more than no information. 
Thus if information is given that an intervention is 
effective for a mild problem then that intervention will be 
rated as more acceptable and effective. The authors suggest 
that teachers feel more able to deal with milder problem and 
thus are more amenable to suggestions of treatments and 
information concerning these treatments.
This study also found acceptability and perceived 
effectiveness to be positively correlated. It is important to 
assess acceptability and perceived effectiveness because of 
the impact these perceptions may have on outcome (Elliott, 
1988). Manipulation of either of these constructs may also 
affect perceptions of the other and possibly treatment 
outcome.
Reimers and Wacker (1988) demonstrated that effectiveness is 
associated with acceptability following the implementation of 
a procedure. Prior to using the child management procedure, 
parents ratings of acceptability were affected by willingness 
and disruption, after using the procedure for one month, 
effectiveness was the only variable to affect ratings.
More needs to be known about the relationship between 
perceived effectiveness and acceptability and the variables 
which affect this relationship.
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Problem Severity
Kazdin conducted a series of studies on acceptability in 1980 
and 1981 (Kazdin, 1980a; 1980b; 1981). For example, Kazdin 
(1980a), asked undergraduate students to rate, on the TEI and 
Semantic Differential, audiotaped case descriptions, 
consisting of one of two levels of severity of behaviour; 
moderate (noncompliance and parental defiance or disruptive 
classroom behaviour) and severe (aggressiveness or 
hyperactivity and extreme disruptiveness), and one of four 
interventions (DRI, time out, medication or shock). They 
found that all treatments were rated as more acceptable for 
more severe cases. This finding has been supported in several 
studies, some with greater ecological validity (Martens et 
al, 1985; Witt et al, 1984; Frentz and Kelley, 1986). 
However, some studies have shown minimal effects of problem 
severity on acceptability ratings of preservice teachers 
(Witt, Elliott and Martens 1984).
Tarnowski et al (1990; 1989) and Miltenberger et al (1989a) 
found no main effect for severity on acceptability ratings 
in the learning disabilities population.
Type of Intervention
Interventions have been classified into either reductive 
(aversive, negative) (those designed to decrease 
inappropriate behaviour) or accelerative (nonaversive,
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positive) (those designed to increase appropriate behaviour). 
They have also been categorized according to their 
complexity.
The main finding is that overall, positive interventions are 
more acceptable than reductive interventions (Elliott, Witt 
et al 1984, Kazdin 1980a; 1980b; 1981; Kazdin et al, 1981, 
Witt, Elliott and Martens, 1984). Elliott, Witt, Galvin and 
Peterson (1984) found this effect with pre-service teachers 
using praise, home-based reinforcement and token economy as 
positive interventions and ignoring, response-cost lottery 
and seclusion time out as reductive techniques. They also 
categorized the interventions in terms of complexity (low, 
moderate, high). They assessed these interventions across 
three levels of severity of problem behaviour (low, moderate 
or severe). Results from both studies indicated that the 
least complex intervention was judged as most acceptable for 
the least severe behaviour (daydreaming) and the most complex 
interventions were most acceptable for the most severe 
behaviours (destroying otherfs property). Kazdin*s work with 
students also supports this finding. However, in a 
replication of the above cited studies by Witt, Martens and 
Elliott (1984), neither intervention type or severity showed 
significant effects. Also, studies with parents as raters 
have not shown acceptability as varying significantly with 
intervention type (Frentz and Kelley, 1986; Heffer and 
Kelley, 1987; Miltenberger et al, 1989b).
When a problem by severity interaction exists, more
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reductive interventions are found to be more acceptable for 
more severe problems (Miltenberger et al, 1989a; Tarnowski et 
al, 1989).
Little research has been conducted on the acceptability of 
medication as therapy for behavioural problems. What has been 
conducted has assessed child behaviour problems. Kazdin 
(1980a) compared the acceptability of DRI, time out, 
medication and electric shock as rated by undergraduate 
students. The results indicated that DRI was more acceptable 
than the other treatments which followed in order, time out, 
medication and electric shock. In 1981, Kazdin found that 
medication was deemed less acceptable by undergraduate 
students than DRI, positive practise and time out. Slightly 
different results were found when using child psychiatric 
inpatients, parents and staff as raters (Kazdin et al, 
1981). They again found that medication was rated as being 
less acceptable than DRI, but equivalent in acceptability to 
positive practise and more acceptable than time out. Finally, 
Singh, Watson and Winton (1987), found that on parent 
ratings, medication along with time out, were found to be the 
least acceptable treatment for dealing with behaviour 
problems of children with learning disabilities. DRI and 
overcorrection were the most acceptable interventions.
Thus, it seems from the research that medication is seen as 
a restrictive, reductive method of dealing with challenging 
behaviour•
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No research has been carried out into the acceptability of 
the interventions of functional communication training (Carr 
and Durand 1985) or gentle teaching (McGee et al 1987), 
consequently no findings may be presented.
Time and Material Resources
Intuitively, the acceptability of an intervention is likely 
to be related to the amount of time, effort, material 
resources and cost of implementing that intervention (e.g. 
token economy vs. praise). Reppucci and Saunders (1974) 
stated that in theory the behaviour therapist’s "major 
problem is to identify what the reinforcers are. Procurement 
is assumed. Unfortunately, limited finances, manpower, and 
time are the norm, not the exception" (p.655). Another more 
depressing view was posited by Patterson, Cobb and Ray 
(1971); "Because most of the teachers with whom we worked had 
a deep antipathy toward the whole idea of behaviour 
modification, the emphasis has been to develop an approach 
which requires low response cost on the part of the teacher" 
(p.151).
Some formal research has been carried out into the effects 
of these variables on acceptability ratings, all of which has 
been conducted on a teaching population. Witt, Elliott and 
Martens (1984) found that, indeed, interventions which 
required less time to implement were found to be more 
acceptable. In a similar study Witt, Martens and Elliott
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(1984) showed that teachers preferred interventions which 
were time efficient, but they also found teachers were more 
willing to spend more time dealing with a severe problem. 
With a severe problem expectations of the complexity of a 
successful intervention were increased and consequent 
expectations of time involvement to reduce or eliminate that 
behaviour. However, when the costs (time) out-weigh the 
benefits (changing the problem) to the teacher it is likely 
they will resort to alternative means of dealing with the 
behaviour e.g. seeking advice or alternative placement. It 
may be that teachers rate less time consuming interventions 
as more acceptable because they understand and use these 
interventions more often (Reimers et al, 1987).
No research has been conducted into the effects of the cost 
of treatments on acceptability ratings but it is likely that 
the findings would be similar to the above.
Side Effects
Although it would seem that any possible side effects of a 
treatment would be important determinants of the 
acceptability of that treatment only one study has 
investigated this systematically. Kazdin (1981) found that 
the presence of adverse side effects influenced acceptability 
ratings markedly in that stronger adverse side effects were 
associated with decreased ratings of acceptability of all 
treatments (DRI, positive practise, time out and medication).
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This finding suggests that information about side effects 
should be made more readily available to consumers in order 
for them to make an informed choice of interventions. 
However, more research is needed in this area.
Understanding
The research on rater’s understanding of interventions can be 
divided into those studies which measure existing knowledge 
of procedures and those which attempt to manipulate 
understanding of procedures via education.
McKee (1984) divided teachers into high and low knowledge 
groups. He found that teachers in the high knowledge group 
rated behavioural and medication interventions as more 
acceptable than the low knowledge group. Clark and Elliott 
(1987) measured teachers’ knowledge on a 10-item multiple- 
choice test of basic behavioural principles and procedures. 
They again found that more knowledgeable teachers found 
treatments to be more acceptable.
Singh and Katz (1985) manipulated undergraduates* knowledge 
of interventions. Initially, the students rated four 
interventions in the following descending order of 
acceptability; DRI, humanistic parenting, positive practice 
and time out. A post-instruction phase required students to 
attend three one hour, once-weekly lectures on the positive 
and negative effects of all the interventions apart from 
humanistic parenting. Results showed that post instruction
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ratings of acceptability were increased for all interventions 
except humanistic parenting which was perceived as less 
acceptable. Thus the acceptability of a particular technique 
may be modified by increasing the consumer’s understanding 
(knowledge) of that intervention.
It has been thought that differences in training may 
influence ratings of acceptability. However, Clark and 
Elliott (1987) and Epstein et al (1986) both found no 
difference in ratings of treatment acceptability between 
regular and special education teachers. Tarnowski et al 
(1990) have however found that staff who work with people 
with learning disabilities in a behavioural oriented setting 
rate behavioural interventions as more acceptable than do 
similar staff in a developmentally oriented setting. Thus, 
differences in rater’s education, training, familiarity and 
knowledge of different techniques may influence rater’s views 
of acceptability.
An interesting finding has come out of research concerning 
teaching experience. Witt, Moe et al (1984) found an inverse 
relationship between teaching experience and treatment 
acceptability, i.e. those with more experience in the field 
found all treatments less acceptable than those with less 
experience.
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Rationale
Cavell, Frentz and Kelley (1986a; 1986b) found that the
treatment rationale given for an intervention may affect the 
ratings of acceptability of that treatment. In their first 
study (1986a) they looked at the acceptability of a 
paradoxical treatment for dealing with oppositional behaviour 
in children. They found that a rationale containing the 
actual intentions of the intervention and a prediction of 
positive effects was found more acceptable than one for which 
no rationale was provided. In a later study on the 
investigation of the acceptability of six different 
rationales for a withdrawal phase as opposed to continuing 
treatmnent found no difference between rationales, all being 
rated as moderately acceptable. Examining individual 
teachers' ratings revealed that almost one-third of teachers 
found some of the rationales unacceptable, highlighting the 
need to investigate rater’s background variables in depth.
Jargon
Researchers have shown that ratings of acceptability are 
affected by what an intervention is called, how it is 
described and the theoretical foundations from which it is 
derived. Woolfoik, Woolfolk and Wilson (1977) showed a 
videotape of a teacher employing a token economy programme to 
pre-service teachers and described it as either behavioural
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modification or humanistic education. Results showed the 
personal qualities of the teacher and the effectiveness of 
the method was found to be evaluated as significantly higher 
when the tape was described as humanistic education.
Kazdin and Cole (1981) using written descriptions with 
undergraduate students also found that behavioural 
descriptions were rated less acceptable than humanistic or 
neutral ones. They also found that treatments described in 
more technical jargon were percieved as more acceptable.
Witt, Moe, Gutkin and Andrews (1984) showed that a pragmatic 
description (staying in at play was a logical consequence of 
either not getting work done or behaving inappropriately at 
play (Dreikurs et al, 1971)) was found to be more acceptable 
than either a humanistic or behavioural description for 
keeping a child in. Also, the pragmatic description was found 
to be more acceptable to experienced teachers while the 
behavioural was found to be more acceptable for less 
experienced teachers.
This research is useful in that it highlights the importance 
for psychologists of tailoring the language they use when 
describing an intervention to the language system of the 
teacher or carer.
Raters
Some research has shown that ratings of acceptability may 
vary as a function of the raters. Miltenberger et al (1989)
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found that community-based staff rated restrictive procedures 
as less acceptable than institutional staff working with 
people with learning disabilities. Also, Tarnowski et al
(1990) showed that behavioural procedures were more 
acceptable to behavioural staff than developmentally oriented 
staff. However, Elliott et al (1987) found no difference in 
acceptability ratings of classroom contingencies by students, 
teachers or school psychologists.
A much neglected area of research is that of ratings of 
acceptability of alternative interventions made by the people 
to which the interventions may be, will be, or have been 
applied. Kazdin et al (1981) showed that the children’s 
relative ratings for four treatments was the same as for
parents and staff, but that children rated all treatments as 
less acceptable overall than either parents or staff.
Elliott, Witt, Galvin and Moe (1986) investigated childrens’ 
ratings of the acceptability of 12 interventions which were 
either traditional (e.g. going to the headmaster, staying in 
at playtime), verbal (public praise by a teacher, private
reprimand by a teacher) or reinforcement (e.g. individual 
gaining extra play time, the whole class gaining extra play 
time) and varied on individual-group and positive- 
reinforcement-punishment dimensions. They found that 
traditional interventions were found to be most acceptable. 
Negative group contingencies for one misbehaving child (e.g. 
the group all being kept in at playtime when only one child 
has misbehaved) and public reprimand were found to be
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unacceptable. Problem severity had little effect on ratings 
on the CIRP. Elliott et al (1984) found that children’s 
gender and race differentially affected ratings of 
acceptability and that older children took severity of the 
problem into account in their ratings,
1.6 FACTORS AFFECTED BY ACCEPTABILITY
U se
Reimers et al (1989) found that parents using an intervention 
at one month follow up found that procedure more acceptable 
at three month follow up. Thus if consumers comply with an 
intervention this affects their views of its acceptability 
positively. The reverse was unfortunately not found to be 
true, i.e. that greater acceptability led to greater use of a 
procedure. The clinical implications of this finding are that 
one should make every effort to persuade consumers to 
implement an intervention initially as this will lead to 
increased acceptability and perhaps continued use.
It would seem logical that use would be related to 
acceptability, i.e., that those interventions found to be 
more acceptability would be more likely to be used. It 
certainly seems that if an intervention were not deemed 
acceptable it would not be used. However, there is no 
research to either support or negate this assumption. Other
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factors may affect the relationship between use and 
acceptability, such as knowledge of an intervention.
Treatment Integrity
This is an important concept in treatment acceptability 
research. It refers to the extent to which an intervention is 
implemented as it is intended (Yeaton and Sechrest 1981). It 
is often difficult to ensure that a treatment is implemented 
as it should be, as the psychologist often has little control 
over this process. Lack of treatment integrity is often the 
reason for the downfall of a field based intervention. As 
Yeaton and Sechrest put it;
"One is not surprised to discover that graduate students 
work diligently on their dissertation research when a nearly 
omnipotent major professor carefully supervises the quality 
and quantity of their efforts. Unless a similar contingency 
is arranged by a clinician, it is a poor bet to assume that 
parents, spouses, or even major professors would implement a 
treatment as planned" (p.162).
Treatments which are carried out incorrectly are no treatment 
at all (Reimers et al, 1987). They may actually increase a 
problem behaviour. Integrity is also important when assessing 
the failure of a treatment, it is difficult for the 
psychologist to know whether failure is due to inaccurate
217
implementation or due to the fact that the procedure is not 
the best one for the behaviour in question.
Unfortunately, no systematic research has been conducted 
into treatment integrity and its relationship to 
acceptability, although it seems likely that interventions 
not considered as acceptable will not be implemented with 
integrity. Yeaton and Sechrest (1981) have found that 
effectiveness is related to integrity and since acceptability 
and effectiveness are positively correlated (Von Brock and 
Elliott, 1987) it is possible that higher acceptability would 
lead to greater integrity. It is likely that treatment 
complexity and understanding of the procedure will also be 
related.
1.7 Summary
Acceptability is an important concept in Social Validity. One 
methodology has tended to be used for most research into 
acceptability and has been shown to yield valuable results. 
A number of rating scales have been used over a variety of 
settings, raters, problems and interventions. Problem 
severity, intervention type, time, side effects, 
understanding, rationale, jargon and type of rater have been 
shown to differentially effect ratings of acceptability. 
Acceptability ratings have been examined with regard to their 
potential effects on treatment use and integrity.
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Acceptability and effectiveness ratings have been shown to be 
positively correlated.
1.8 Summary of Existing Acceptability Research with People 
with Learning Disabilities
There are three studies which have been conducted on a 
learning disabilities population. These will be discussed in 
some detail below:
Tarnowski and his associates have conducted two of these 
studies (Tarnowski, Rasnake, Mulick and Kelly, 1989 and 
Tarnowski, Mulick and Rasnake, 1990). Both these studies 
investigated self-injurious behaviour. A case description 
methodology was used and ratings are recorded on the IRP.
Tarnowski et al (1989) examined the effects of SIB severity 
(mild, moderate, severe), intervention type (accelerative - 
DRO, DRI, stimulus control vs. reductive - overcorrection, 
physical restraint, shock), client status (child vs. adult) 
and type of work setting (child vs. adult unit) on staff 
members' acceptability ratings. They found a) accelerative 
interventions were found to be more acceptable than reductive 
treatments, b) acceptability of treatments varied as a 
function of SIB severity and c) client status and type of 
work setting did not influence acceptability ratings 
significantly.
Tarnowski, Mulick and Kelly (1990) replicated the previous
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study in an explicitly behavioural treatment setting. They 
again found that accelerative interventions were more 
acceptable than reductive methods but failed to find a 
significant effect of SIB severity on acceptability ratings. 
Comparing these results to the previous study (conducted in a 
developmental treatment setting) behavioural interventions 
were found to be generally more acceptable by staff working 
in a behavioural treatment milieu.
Miltenberger et al’s (1989a) study differs in that it 
examined the problem of aggression and rated acceptability on 
the TEI, although still using a case description methodology. 
This study focussed on the effects of staff members (direct- 
care vs. supervisory), type of facility (community vs.
intitutional), problem severity (mild vs. severe) on
acceptability ratings for four interventions (DRO, time out, 
overcorrection and shock). Results showed that treatments 
were rated according to their restrictiveness, there was a 
problem severity by treatment interaction with community 
based staff, revealing higher acceptability ratings for DRO 
applied to the mild vs. the severe problem, while
institutional staff rated shock more acceptable for the 
severe than for the mild problem. Their data also suggested 
that institutional staff favoured restrictive procedures more 
than community staff. No differences were found between 
direct care or supervisory staff.
220
1.9 THE PRESENT STUDY
The present study seeks to extend the work of Tarnowski and 
his colleagues in examining the acceptability of 
interventions for dealing with self-injurious behaviour.
With the closure of large institutional hospitals, the 
majority of people with learning disabilities are now settled 
in the community. Thus, community staffs’ views of the 
acceptability of different interventions is an important 
determinant in treatment selection.
Six interventions were evaluated in the study. Three were 
chosen from among the most commonly used as shown by recent 
meta-analysis of the SIB intervention literature (Gorman- 
Smith and Matson, 1985). These three interventions were 
described in a similar way to those of Tarnowski et al 
(1990), and were DRO, stimulus control and physical 
restraint. These were also selected to be consistent with 
prior research to provide a comparison.
No research has as yet been conducted into the acceptability 
of the remaining three interventions with this population or 
problem behaviour. Medication was included because it is a 
commonly used intervention for dealing with self-injurious 
behaviour (Altmeyer et al 1987), but with little empirical 
support for it’s effectiveness (Williams et al 1984). The 
remaining interventions were chosen because of their recent 
development and growing popularity. These were Functional 
Communication Training and Gentle Teaching.
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It is hypothesized that Functional Communication Training 
and Gentle Teaching will be considered acceptable
interventions for dealing with SIB and medication will have 
low acceptability.
Previous research shows that more accelerative techniques 
are found to be more acceptable and more reductive techniques 
are found to be less acceptable. The present study re­
examines the acceptability of accelerative and reductive 
interventions, using the interventions not previously
researched, combined with those studied in prior
investigations.
Emerson (1992) points to the importance of an intervention 
making links with or being based upon a functional analysis 
of the challenging behaviour. The present study investigates 
the differential acceptability of functional interventions, 
which make such links and non-functional interventions which 
do not. It is hypothesized that functional interventions 
will be considered more acceptable than non-functional 
interventions.
No main effect has been found for severity in. previous
research with this population. It is hypothesized that no 
such relationship will be found in this research.
Previous research has been in conflict as to whether 
acceptability of interventions varies as a function of the 
severity of the behaviour studied. Tarnowski et al (1989) and 
Miltenberger et al (1989) found an intervention by SIB 
severity interaction effect, whereas Tarnowski et al (1990)
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found no such effect. The present study will re-examine this 
interaction effect. It is hypothesized that an interaction 
effect will exist, in that more reductive interventions will 
be considered more acceptable for more severe behaviours.
The perceived effectiveness of interventions has received 
little attention in the literature and has not been studied 
with regards to the learning disabilities population or SIB. 
The present study will investigate the perceived 
effectiveness of interventions at different levels of SIB
severity and explore the relationship between ratings of 
acceptability and perceived effectiveness. Von Brock and
Elliott (1987) showed that acceptability and perceived
effectiveness were positively correlated. It is hypothesized 
that the same relationship will be found with this 
population.
The relationship between acceptability and perceived
effectiveness and a number of background variables will be 
examined in this study. Type of job (manager, deputy or care 
staff), type of service (NHS, social services, voluntary), 
education and qualifications will be investigated. No past 
research has investigated these variables. It is expected 
that ratings of acceptability and effectiveness will not vary 
along these dimensions. Miltenberger et al (1989a) found no 
differences in acceptability ratings between direct care and 
supervisory staff.
Experience in caring services, experience in learning 
disabilities and experience of people showing SIB will also
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be explored. Past research has shown an inverse relationship 
between acceptability and experience (Witt, Moe et al 1984). 
However, it is expected that experience will show a direct 
relationship with ratings of acceptability and effectiveness.
Experience of behavioural interventions will also be 
assessed with regards to it's effect on ratings of 
acceptability and effectiveness. McKee (1984) and Clark and 
Elliott (1987) found that raters with high levels of 
knowledge rated interventions as more acceptable than those 
with low knowledge. It is expected that those with high 
levels of knowledge about behavioural interventions will find 
the interventions more acceptable than those with lower 
levels of knowledge.
1.10 Summary of Hypotheses
1). Functional Communication Training and Gentle Teaching 
will be found to be acceptable.
2). Medication and Physical Restraint will not be judged as 
acceptable.
3). DRO and Stimulus Control will be found to be more
acceptable than Medication or Physical Restraint.
4), Accelerative interventions will be found to be more
acceptable than reductive interventions.
5). Functional interventions will be found to be more
acceptable than non-functional interventions.
6). No main effect will be found for severity.
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7). An interaction effect will exist for severity and 
intervention type,
8). Acceptability and perceived effectiveness will be 
positively correlated.
9). Type of job, type of service, education and 
qualifications will not be related to acceptability or 
effectiveness.
10). Amount of experience wil^L be related to acceptability 
and effectiveness, in that those with more experience will 
find interventions more acceptable and perceive them to be 
more effective.
11). Experience of interventions will be positively related 
to acceptability and effectiveness.
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METHODOLOGY
2.1 Measures
Acceptability and effectiveness were evaluated using the 
Behavioural Intervention Rating Scale (Appendix I) (Von Brock 
and Elliott, 1987). This scale consists of the 15-item 
Intervention Rating Profile - IRP for rating the 
acceptability of interventions (Witt and Elliott, 1986) and 
nine additional items assessing the perceived effectiveness 
of interventions, the Effectiveness Rating Profile - ERP (Von 
Brock and Elliott, 1987). The IRP has been used extensively 
in research into acceptability, it is highly reliable, with 
an alpha coefficient of .98 (Martens et al, 1985). The BIRS 
is a relatively recent scale and has not as yet been 
extensively used, although it has proved highly reliable in 
the available research (alpha coefficient = .97). The wording 
of the scale was slightly modified to make it applicable to 
people working with adults with learning disabilities rather 
than people working with children. Examples of modified items 
are;
1. This would be an acceptable intervention for the client’s 
challenging behaviour, 
was modified from;
1. This would be an acceptable intervention for the child’s 
problem behaviour.
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and
6. Most staff/carers would find this intervention suitable 
for the challenging behaviour described, 
was modified from;
6. Most teachers would find this intervention suitable for 
the behaviour problem described.
Each item was rated on a 1-to 6-point Lickert type scale 
ranging from Strongly Disagree to Strongly Agree. The 15-item 
IRP assessing acceptability, yields a minimum score of 15 and 
a maximum score of 90 (most acceptable). The 9-item ERP 
assessing perceived effectiveness, yields a minimum score of 
9 and a maximum score of 54 (most effective).
2.2 Subjects
Subjects were 51 residential staff members from 6 community 
residential facilities in the London Boroughs of Hammersmith 
and Fulham and Kensington and Chelsea, which form part of 
Riverside Health Authority. The residential facilities are 
for people with mild to severe earning disabilities. The 
numbers of clients in each house were 3,4,5,6,8 and 12 (mean 
= 6.53, SD = 3.00).. The age range of the clients was 18 to 
55+. There was a mean of 4.10 female clients (SD = 1.29) and 
2.43 male clients (SD = 2.23). The most common number of 
people showing self-injurious behaviour in the residential 
units was 3 (range = 0 to 3). The percentage of clients
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showing SIB was 43% (2 out of 3), 25% (1 out of 4), 40% (2 
out of 5), 50% (3 out of 6), 38% (3 out of 8) and 0% (0 out 
of 12).
Four of the community homes (7,7,9 and 10 staff) were run by 
the National Health Service, one by Social Services (9 staff) 
and one was a voluntary organisation known as Life 
Opportunities Trust (9 staff).
51 staff were asked to participate in the study. 50 staff 
were able to be interviewed, 34 staff successfully completed 
all of the response forms (including the one member of staff 
who could not attend an interview), 5 staff partially 
completed the response forms and 12 staff did not complete 
the response forms.
Thirty-five staff were life skills trainers, residential 
workers or care officers, 11 staff were deputy managers and 5 
staff were managers. There were 36 female staff and 15 male 
staff. There was a mean age of 28.9 (range ® 19 to 47). The 
mean years of experience was 5 years and 9 months (range = 3 
to 16 years) in the care services and 3 years 8 months (range 
* 3 to 16 years) in learning disabilities services* 14 staff 
members had 11 years in education, 16 had 12 to 13 years, 14 
had 14 to 15 years and 6 had over 16 years in full-time 
education. 4 people had no qualifications; 6 people had 
attained '0*level standard; 5 people had attained ’A 1level 
standard; 15 people had achieved diplomas, certificates, city 
and guilds, etc (13 related e.g certificate in social care, 2 
unrelated, e.g. business studies, to the care services); 5
228
people had related degrees (e.g. psychology); 7 people had 
unrelated degrees (e.g. art, drama); 4 people had nursing 
qualifications and 2 people had social work qualifications 
and 1 person had a degree plus social work qualification and 
1 person had a degree plus a related certificate.
2.3 Experimental Conditions
2.3.1 Problem Behaviours
Case descriptions similar to those of Tarnowski et al (1989) 
were used. These vignettes described a man with severe 
learning disabilities who displayed either mild or severe 
self-injurious behaviour. These were chosen to be consistent 
with prior acceptability research with people who display 
self-injurious behaviour. The case descriptions used were as 
follows:-
#1. John is a man with a severe learning disability, who is 
resident in a community house. Staff have observed John 
banging his head against objects (e.g. wall, chair). Some 
minor redness at the point of contact has been noticed on 
John*s head due to this behaviour.
#2. John is a man with a severe learning disability, who is 
resident in a community house. Staff have observed John 
banging his head against objects (e.g. wall, chair). X-rays 
have revealed hairline fractures in Johnfs skull following 
this behaviour.
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2.3.2 Treatment Interventions
Six interventions were evaluated in the study. These were 
Differential Reinforcement of Other Behaviour (DRO), Stimulus 
Control (SC), Physical Restraint (PR), Medication (MED), 
Functional Communication Training (FCT) and Gentle Teaching 
(GT). No specific information as to the exact drug used in 
the intervention was given, unlike Kazdin (1980a; 1981;
Kazdin et al, 1981). This was because some staff had no 
medical training and inclusion of this information may have 
caused confusion. The interventions were described in 
everyday English as objectively as possible. DRO, SC and PR 
descriptions are adapted from Tarnowski et al (1990). The 
interventions are detailed in Appendix II.
Interventions and problems were not labeled in order to 
reduce any bias resulting from a label.
2.4 Procedure
Staff members were seen on an individual basis for a short 
semi-structured interview lasting approximately 20 minutes 
in order to gather demographic information (Appendix III). 
Staff were then asked to read a set of 12 problem severity (2 
levels) by intervention (6 types) scenarios and rate each one 
on the BIRS. Staff members were given verbal and written 
instructions as to how to complete the questionnaire and 
given time to ask questions. Staff members were asked to
230
complete the questionnaires by the following week, at which 
time they were collected. Each subject completed twelve 
rating scales i.e. six interventions for each level of 
problem severity. The order of the problem-by-intervention 
presentation was randomized across staff members.
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RESULTS
3,1 Acceptability of Interventions
A 2(SIB severity) x 6(intervention type) mixed model 
repeated measures manova was conducted.
As shown in Table 1, a significant main effect was found for 
intervention F=82.13 p<.001, i.e., some interventions were
found to be significantly more effective than others. The 
intervention by SIB severity interaction was also 
significant, F=3.71 p<.003, in that acceptability of
interventions was found to vary as a function of SIB 
severity. However, the main effect for level of SIB severity 
was not significant, i.e., interventions were no more 
acceptable for mild SIB than for severe SIB and vice versa.
Looking at the intervention main effect, Table 2 and Fig. 1 
show the mean acceptability ratings for the six interventions 
at each level of SIB severity. Table 3 shows the results of 
the post hoc comparison of means that were performed to 
isolate the intervention differences.
The rank order of the interventions from the most to the 
least acceptable were Functional Communication Training, 
Gentle Teaching, Stimulus Control, Differential Reinforcement 
of Other Behaviour, Medication and Physical Restraint. 
Functional Communication Training was the most preferred
232
TABLE 1.
ANALYSIS OP VARIANCE OF ACCEPTABILITY RATINGS BY S IB  
SEVERITY AND INTERVENTION
SS DF MS F SIG
SEVERITY 6 8 .8 1 1 6 8 .8 1 .8 0 .3 3 7
INTERVENTION 1 4 7 4 2 7 .0 9 5 2 9 4 8 5 .4 2 8 2 .1 3 .0 0 0
INTERACTION 1 2 2 5 .7 6 5 2 4 5 .1 5 3 .7 1 .0 0 3
TABLE 2 .
MEAN ACCEPTABILITY RATINGS FOR EACH INTERVENTION AT EACH 
LEVEL OF S IB  SEVERITY
MILD SEVERE
MEAN SD MEAN SD
FCT 7 8 . 0 0 8 .6 6 7 4 .5 3 1 4 .2 9
GT 7 2 .4 4 1 1 .7 3 6 9 .6 7 1 5 .4 5
SC 6 6 .7 2 1 6 .4 2 6 7 .2 1 1 3 .5 5
DRO 4 6 . 8 8 1 7 .7 1 4 3 .2 9 1 7 .8 2
MED 3 2 . 5 5 1 5 .1 4 3 8 .0 7 1 7 .2 9
PR 2 7 . 1 1 1 3 .1 3 3 1 .4 9 1 5 .2 3
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technique. It was significantly more acceptable than all 
other techniques apart from Gentle Teaching. Gentle Teaching 
did not differ significantly from either Functional 
Communication Training or Stimulus Control, but was 
significantly more acceptable than DRO, Medication and
Physical Restraint. Stimulus Control was significantly more 
acceptable than DRO, Medication and Physical Restraint. DRO 
was also significantly more acceptable than Medication and 
Physical Restraint. Medication and Physical Restraint did not 
differ significantly in their level of acceptability.
Fig. 2 shows the SIB severity by intervention interaction 
effect. Table 4 shows the post hoc comparison of means of the 
acceptability ratings of the interventions between the levels 
of SIB severity and highlights those interventions which 
differ significantly (p<.05). These results show that
Medication and Physical Restraint are considered 
significantly more acceptable for dealing with a severe
behaviour than a mild one. Functional Communication Training 
and DRO are approaching significance in their being 
considered more acceptable for dealing with mild SIB than 
severe SIB. Gentle Teaching and Stimulus Control are
considered equally as acceptable for dealing with mild or 
severe SIB.
The mean acceptability ratings for interventions were 
combined according to their level of reductiveness 
(aversiveness, negativity) or accelerativeness (positivity,
235
TABLE 3 .
POST HOC COMPARISON OP MEANS FOR INTERVENTION MAIN EFFECT -  
ACCEPTABILITY
T-VALUES
GT SC DRO MED PR
FCT 1 .2 7 2 .6 5 * 8 .3 2 * 1 0 .8 4 * 1 2 .4 5 *
GT 1 .3 8 7 .0 6 * 9 .5 9 * 1 1 .1 9 *
SC 5 .6 7 * 8 .2 0 * 9 .8 0 *
DRO 2 .5 2 * 4 . 1 3 *
MED 1 . 6 1
* = P < . 05
TABLE 4 .
POST HOC COMPARISON OF MEAN ACCEPTABILITY RATINGS FOR EACH 
INTERVENTION FOR EACH LEVEL OF S IB  SEVERITY
INTERVENTION T-VALUE
FUNCTIONAL COMMUNICATION 
TRAINING
2 .1 3
GENTLE TEACHING 1 . 7 0
STIMULUS CONTROL 0 . 3 0
DRO 2 . 2 1
MEDICATION 3 . 4 0 *
PHYSICAL RESTRAINT 2 .7 0 *
* =  P C . 0 5
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non aversiveness). Table 5 shows a significant main effect 
for intervention, F=150.23, p<.001. Table 6 and Fig. 3 show 
the mean acceptability ratings for accelerative and reductive 
interventions for each level of SIB severity. Table Shows 
that more accelerative interventions (Functional 
Communication Training, Gentle Teaching, Stimulus Control and 
DRO were more acceptable than more reductive interventions 
(Medication and Physical Restraint). There was a significant 
interaction effect between level of reductiveness and SIB 
severity, F=15.48, p<.001 (see Table 5), although the SIB 
severity main effect was not significant. Table 6 also shows 
post hoc comparison of. means, illustrating that accelerative 
interventions are more acceptable for dealing with a mild 
behaviour and more reductive techniques are more acceptable 
for more severe behaviour.
Interventions were combined according to the extent to
which they are functional, i.e., make links with a 
functional analysis of the behaviour to be treated
(Functional Communication Training, Gentle Teaching and 
Stimulus Control) or non-functional, i.e., do not make such 
links (DRO, Medication, Physical Restraint). A main effect 
was found for intervention, F=325.80, p<.001 (Table 7). Table 
8 and Fig. 4 show the mean acceptability ratings for this 
combination of interventions at each level of severity. Thus, 
functional interventions were found more acceptable than
non-functional interventions. There was no main effect for
238
TABLE 5 .
ANALYSIS OF VARIANCE OF ACCEPTABILITY BY LEVEL OF REDUCTIVENESS 
AND S IB  SEVERITY
SS DF MS F S IG  F
REDUCTIVENESS 3 9 5 3 8 .8 0 1 3 9 5 3 8 .8 0 4 5 0 .2 3 .0 0 0
SEVERITY 1 2 5 .8 8 1 1 2 5 .8 8 3 . 6 7 .0 6 4
INTERACTION 3 7 2 .1 3 1 3 7 2 .1 3 1 5 .4 8 .0 0 0
TABLE 6 .
KEAN ACCEPTABILITY RATINGS FOR ACCELERATIVE AND REDUCTIVE 
INTERVENTIONS AT EACH LEVEL OF S IB  SEVERITY (INCLUDING 
POST HOC COMPARISONS OF KEANS)
MILD SEVERE T-VALUE
ACCELERATIVE
REDUCTIVE
6 6 .0 1  6 3 .6 8  
2 9 .8 3  3 4 .7 8
1 - 9 8 *
2 . 0 2 *
* =  P < . 0 5
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TABLE 7 .
a n a l y s i s  o f  v a r ia n c e  o f  a c c e p t a b i l i t y  b y  e x t e n t  t o  w h ic h
INTERVENTIONS ARE FUNCTIONAL AND S IB  SEVERITY
SS DF MS F S IG  F
FUNCTIONAL 4 0 0 0 7 3 .2 6 1 4 0 0 0 7 3 .2 6 3 2 5 .8 0 .0 0 0
SEVERITY 2 0 6 .4 3 1 2 0 6 .4 3 .8 0 .3 7 7
INTERACTION 7 0 4 .2 6 1 7 0 4 .2 6 4 . 8 0 .0 3 5
TABLE 8 .
MEAN ACCEPTABILITY RATINGS FOR FUNCTIONAL AND NON-FUNCTIONAL 
INTERVENTIONS AT EACH LEVEL OF S IB  SEVERITY (INCLUDING POST 
HOC COMPARISONS OF MEANS)
MILD SEVERE T-VALUE
FUNCTIONAL
NON-FUNCTIONAL
7 2 .3 9  7 0 .4 7  
3 5 .5 1  3 7 .6 2
0 .5 9
0 .6 9
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SIB severity, although there was a significant intervention 
link by SIB severity interaction effect, F=4.80, p<.035
(Table 7). Table 8 also shows the post hoc comparison of 
means for the interaction effect. This table suggests that 
functional interventions are more acceptable for mild 
problems and non-functional interventions are more acceptable 
for severe SIB, although the univariate effect is not 
significant.
3.2 Perceived Effectiveness of Interventions
Acceptability was found to be highly correlated with ratings 
of perceived effectiveness of interventions, r = 0.74
(pC.001).
A 2 x 6 mixed model repeated measures manova was conducted 
for perceived effectiveness. Table 9 shows a significant 
main effect was found for intervention type, F=55.91, p<.001. 
There was neither a significant main effect for SIB severity 
nor an interaction effect (Table 9).
Table 10 shows the means and standard deviations of 
ratings of perceived effectiveness for each intervention at 
each level of severity. Fig 5 and Fig. 6 show this 
graphically. Table 11 shows results of the post hoc 
comparisons and highlights where the significant differences 
lie.
The rank order of the perceptions of effectiveness from the
243
TABLE 9 . -
ANALYSIS OF VARIANCE OF PERCEIVED E FFEC TIV E N ESS BY INTERVEN TION
AND S IB  SEV ER ITY
SS DF MS F S IG  F
SEVERITY 6 .1 3 1 6 .1 3 .4 3 .5 1 5
INTERVENTION 2 9 7 1 8 .6 7 5 5 9 4 3 .7 3 5 5 . 9 1 . 0 0 0
INTERACTION 6 7 .6 1 5 1 3 .5 2 . 65 .6 6 2
TABLE 1 0 .
MEAN PERCEIVED EFFECTIVENESS RATINGS FOR EACH INTERVENTION AT 
EACH LEVEL OF S IB  SEVERITY
MILD SEVERE
MEAN SD MEAN SD
FCT 3 9 .2 1 7 . 5 0 3 9 .4 0 8 . 0 9
GT 3 6 .6 1 8 . 5 8 3 5 .1 3 8 . 2 9
SC 3 4 .1 3 9 .6 2 3 2 .7 0 8 . 9 0
DRO 2 4 .3 6 9 . 4 0 2 2 .5 8 8 . 6 1
MED 2 0 .7 0 8 .7 3 2 1 .2 8 9 . 6 1
PR 1 5 .7 6 7 .5 7 1 5 .9 5 7 . 4 2
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TABLE 11.
POST HOC COMPARISON OF MEANS FOR INTERVENTION MAIN EFFECT 
EFFECTIVENESS
T-VALUES
GT SC DRO MED PR
FCT 1 .6 3 2 .9 4 * 7 .8 5 * 8 .9 0 * 1 1 .3 7 *
GT 1 . 3 1 6 .2 2 * 7 .2 7 * 9 .7 4 *
SC 4 .9 1 * 5 .9 6 * 8 .4 3 *
DRO 1 .0 4 3 . 5 2
MED 2 . 4 7 *
247
least to the most effective is the same as for acceptability. 
Functional Communication Training is significantly different 
on ratings of perceived effectiveness from all other 
interventions except Gentle Teaching. Gentle Teaching is not 
significantly different from Functional Communication 
Training or Stimulus Control, but differs significantly from 
the other interventions. Stimulus Control differs 
significantly from DRO, Medication and Physical Restraint. 
DRO does not differ significantly from Medication, but does 
so from Physical Restraint. Medication differs significantly 
from Physical Restraint.
Thus, the perceived effectiveness of an intervention is 
independent of the severity of a behaviour, but is dependent 
on the type of intervention being usedCombining interventions 
according to the level of accelerativeness or reductiveness 
reveals a main effect for intervention, F=82.91, p<.001, but 
there was no significant severity main effect or severity by 
intervention interaction effect (Table 12). The mean ratings 
of perceived effectiveness for accelerative and reductive 
interventions for each level of severity are displayed in 
Fig.7 and Table 13 and show that more accelerative 
interventions are perceived as more effective than more 
reductive interventions.
Interventions were combined according to the level to 
which they made links with a functional analysis (functional 
and non-functional). Results showed a significant main
248
TABLE 1 2 .
ANALYSIS OF VARIANCE OF PERCEIVED EFFEC TIV E N ESS BY LEVEL
OF REDUCTIVENESS OF INTERVENTIONS AND S IB  SEV ERITY
SS DF MS F S IG  F
REDUCTIVENESS 7 0 5 8 .1 6 7 0 5 8 .1 6 8 2 .9 1 .0 0 0
SEVERITY .0 4 1 .0 4 .0 1 .9 3 7
INTERACTION 1 3 .7 5 1 1 3 .7 5 2 .6 7 .1 1 2
TABLE 1 3 .
MEAN EFFECTIVENESS RATINGS FOR ACCELERATIVE AND REDUCTIVE 
INTERVENTIONS AT EACH LEVEL OF S IB  SEVERITY
MILD SEVERE TOTAL
ACCELERATIVE 3 3 .5 8 3 2 .4 5 6 6 .0 3
REDUCTIVE 1 8 .2 3 1 8 .6 2 3 6 .8 5
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effect for intervention, F=135.30, p<.001. There was no
significant main effect for severity, neither was there an 
intervention by severity interaction effect (Table 14).
Fig. 8 and Table 15 show the mean perceived effectiveness 
ratings for functional and non-functional interventionsfor 
each level of SIB severity. Functional interventions are 
perceived as more effective than non-functional
interventions.
3.3 Background Variables
Years of experience in care services, years of experience 
with people with learning disabilities and experience of 
people displaying SIB were correlated with both acceptability 
and perceived effectiveness; r = .04, .28 and .15
respectively for acceptability and r * -.07, .28 and .00
respectively for effectiveness and were thus not found to be 
significantly correlated. Staff were divided into high and 
low groups (see Table 16) for years of experience in care 
services, years of experience with people with learning 
disabilities experience of people displaying SIB, years in 
education and qualifications. Analysis of Variance was 
conducted for each variable for acceptability and perceived 
effectiveness. Analysis of variance was also carried out with 
type of job (direct care, deputy manager, manager) and type 
of service (NHS, Social Services, voluntary) for
251
TABLE 1 4
A N ALY SIS OF VARIANCE OF PERCEIVED EFFEC TIV EN ESS BY EXTENT TO
WHICH INTERV EN TIO N S ARE FUNCTIONAL AND S IB  SEV ERITY
SS DF MS F S IG  F
FUNCTIONAL 7 8 5 2 8 .1 2 1 7 8 5 2 8 .1 3 1 3 5 .3 0 .0 0 0
SEVERITY 1 8 .3 8 1 1 8 .3 8 .4 3 .5 1 5
INTERACTION 1 6 .9 4 . 1 1 6 .9 4 .4 7 .4 9 6
TABLE 1 5 .
MEAN PERCEIVED EFFECTIVENESS RATINGS FOR FUNCTIONAL AND NON­
FUNCTIONAL INTERVENTIONS AT EACH LEVEL OF S IB  SEVERITY
MILD SEVERE TOTAL
FUNCTIONAL
NON-FUNCTIONAL
3 6 .6 5  3 5 .7 4  
2 0 .2 7  1 9 .9 4
7 2 .3 9
4 0 . 2 1
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TABLE 16.
TABLE SHOWING DETAILS OP HIGH AND LOW GROUPS FOR 
BACKGROUND VARIABLE ANALYSIS
VARIABLE FREQ %
EXPERIENCE IN  CARE SERVICES 
LOW = 5 YEARS OR LESS 
HIGH = >5 YEARS
18  3 7 .4  
3 1  6 1 .0
EXPERIENCE IN  LEARNING D IS A B IL IT IE S  
LOW = 5 YEARS OR LESS 
HIGH = >5 YEARS
33  6 9 .9  
17  3 3 .4
EXPERIENCE OF S IB  
LOW = 5 CLIENTS OR LESS 
HIGH = >5 CLIENTS
42 8 2 . 4  
9 1 7 .6
EDUCATION 
LOW = <14 YEARS 
HIGH = >14 YEARS
3 0  5 8 . 9  
2 0  3 9 . 3
QUALIFICATIONS
LOW = NONE/ O 'L E V E L S / A 'L E V E L S/ 
UNRELATED DEGREES, 
UNRELATED DIPLOMAS
HIGH = RELATED DEGREES, RELATED 
DIPLOMAS, NURSING, SOCIAL 
WORK
24  4 7 . 0  
2 6  5 0 . 9
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TABLE 1 6 .  (CONT.)
TABLE SHOWING DETAILS OF HIGH AND LOW GROUPS FOR 
BACKGROUND VARIABLE ANALYSIS
VARIABLE FREQ %
EXPERIENCE IN  BEHAVIOUR MODIFICATION 
LOW -  NONE, HEARD O F, KNOWLEDGE OF 
HIGH -  TRAINING I N , USE OF
8 1 5 .7  
42  8 2 .3
EXPERIENCE IN  FUNCTIONAL ANALYSIS 
LOW -  NONE, HEARD O F, KNOWLEDGE OF 
HIGH -  TRAINING IN , USE OF
1 1  2 1 . 6  
39  7 6 .5
EXPERIENCE IN  STIMULUS CONTROL 
LOW -  NONE, HEARD O F, KNOWLEDGE OF 
HIGH -  TRAINING IN , USE OF
48  9 4 . 1  
2 3 . 9
EXPERIENCE IN  FUNCTIONAL COMMUNICATION 
TRAINING
LOW -  NONE, HEARD O F, KNOWLEDGE OF 
HIGH -  TRAINING I N ,  USE OF
50  9 8 .0  
0 0
EXPERIENCE IN  GENTLE TEACHING 
LOW -  NONE, HEARD O F, KNOWLEDGE OF 
HIGH -  TRAINING I N ,  USE OF
50  9 8 . 0  
0 0
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acceptability and perceived effectiveness.
Experience in care services, experience of people with
learning disabilities, experience in SIB, education, 
qualifications, type of job and type of service had no
significant influence on ratings of either acceptability or
perceived effectiveness of interventions at either level of 
SIB severity (Table 17).
Experience of people with learning disabilities is 
approaching significance in it's effect on ratings of
perceived effectiveness of interventions, F=3.872, p<.058.
The mean effectiveness rating for raters with little 
experience = 27.583 and the mean for raters with much
experience = 30.583, indicating that raters with less
experience of working with people with learning disabilities 
perceive interventions to be less effective than those with 
more experience.
The level of experience staff had with the behavioural 
interventions used was also assessed. Staff were divided into 
high and low experience groups on the basis of their 
experience of Behaviour Modification, Functional Analysis, 
Stimulus Control techniques, Functional Communication 
Training and Gentle Teaching (Table 16). Analysis of 
variance was carried out on each variable with respect to 
acceptability and effectiveness. All people fell into the 
low experience group for Functional CommiatLbon Training 
and Gentle Teaching, and only 2 out of 50 fell into the high
256
TABLE 17.
ANALYSIS OF VARIANCE OF ACCEPTABILITY AND EFFECTIVENESS 
BY BACKGROUND VARIABLES
VARIABLE ACCEPTABILITY EFFECTIVENESS
F S IG  F F S IG  F
SERVICE .4 1 9 .6 6 1 .3 4 6 .7 1 0
JOB .1 5 2 .8 5 9 • 3 3 0 .7 7 2
QUALIFICATION .4 6 9 .8 4 7 1 .3 1 9 .2 8 6
EDUCATION .1 0 3 .9 5 7 .1 2 7 .9 4 3
EXPERIENCE IN  
CARE SERVICES
.2 2 7 .6 3 7 .2 2 7 .6 3 7
EXPERIENCE IN
LEARNING
D IS A B IL IT IE S
1 .5 9 5 .2 1 6 3 .8 7 2 .0 5 8
EXPERIENCE OF
SE L F-IN JU R IO U S
BEHAVIOUR
.6 2 3 .4 3 6 • 9 9 6 .3 2 6
EXPERIENCE IN
BEHAVIOUR
MODIFICATION
1 2 .9 9 8 .0 0 1 * * * 5 .6 1 0 .0 2 4 *
EXPERIENCE IN
FUNCTIONAL
ANALYSIS
7 .5 4 2 .0 1 0 * * 6 .3 2 2 .0 1 7 *
***  -  P C .0 0 1  
** -  P < . 0 1  
* -  P C .05
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experience category for Stimulus control. Consequently, the 
analysis was unable to be executed for these variables. Those 
with more experience with Behaviour Modification and 
Functional Analysis found interventions both more acceptable 
and perceived them as being more effective, F=12.998, p<.001 
(Behaviour Modification by acceptability), F=7.542, p<.01
(Functional Analysis by acceptability), F=5.610, p<.024
(Behaviour Modification by effectiveness), F=6.322, p<.017
(Functional Analysis by effectiveness). Means and standard 
deviations are presented in Table 18.
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TABLE 18.
TABLE SHOWING THE KEANS AND STANDARD DEVIATIONS OF ACCEPTABILITY 
AND PERCEIVED EFFECTIVENESS RATINGS FOR EXPERIENCE OF BEHAVIOUR 
MODIFICATION AND EXPERIENCE OF FUNCTIONAL ANALYSIS
ACCEPTABILITY EFFECTIVENESS
MEAN SD MEAN SD
EXPERIENCE OF
BEHAVIOUR
MODIFICATION
LOW
HIGH
4 4 . 6 1  2 . 8 2  
5 5 . 2 6  4 . 9 9
2 3 . 2 5  2 . 1 4  
2 9 . 0 7  4 . 1 6
EXPERIENCE OF
FUNCTIONAL
ANALYSIS
LOW
HIGH
4 9 . 0 3  5 . 9 8  
5 5 . 4 4  5 . 0 6
2 4 . 8 1  4 . 0 0  
2 9 . 3 6  4 . 0 3
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DISCUSSION
4.1 Discussion of Results
4.1.1 Main Effects
Effectiveness was shown to be highly correlated with 
acceptability. This is consistent with VonBrock and Elliottfs 
(1987) finding. Thus, staff who rate an intervention as 
acceptable also perceive that intervention as effective. It 
may be that perceived effectiveness plays a part in 
determining the level of acceptability of an intervention.
This study found a main effect for type of intervention for 
both ratings of acceptability and perceived effectiveness.
For both ratings, the interventions were ranked in the same
order from most to least acceptable and effective, that is
Functional Communication Training, Gentle Teaching, Stimulus
Control, DRO, Medication and Physical Restraint. Functional
Communication Training, Gentle Teaching and Stimulus Control
were clearly preferred and perceived as very effective.
Medication and Physical Restraint were the least preferred
interventions and were considered to be the least effective.
Stimulus Control was found to be more acceptable and 
effective than DRO. This is consistent with Tarnowski et al
(1989), who found that Stimulus Control was the most 
preferred procedure and preferable to DRO. The study was 
carried out in an intermediate, 204-bedded care facility,
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which had a developmental philosophy. However, the findings 
differ from previous research by Tarnowski et al (1990), who 
found DRO to be more acceptable than Stimulus Control. This 
study was carried out in a community setting in a behavioural 
treatment milieu.
Tarnowki et al (1989) suggest that the stimulus control 
procedure is both nonaversive and outside the jurisdiction 
of many of the staff he ^surveyed in that it required 
organisational changes. They felt this may contribute to it’s 
preference, in that it would not be the staffs' 
responsibility to conduct this type of intervention. It 
would, however, be the responsibility of the present staff 
sample to carry out any changes in routine or schedule. It 
may be that, since staff in this study are responsible to a 
large extent for daily routines, they may be able to be more 
flexible which is often required in Stimulus Control 
programmes, and thus prefer this technique. Tarnowski et al
(1990) suggested that their community sample found it 
difficult to change schedules and this accounted in part for 
their lack of preference for stimulus control.
Tarnowski et al (1989) found Stimulus Control was preferred 
in a developmental milieu rather than in a behavioural one 
(Tarnowki et al, 1990). It seems that even though the present 
sample have no specified philosophy, the developmental 
perspective may be preferred to an explicitly behavioural 
one. It may also be that to appreciate behavioural 
techniques one has to have specific training in them,
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otherwise they appear harsh, unfeeling and unacceptable.
One reason why DRO may not be rated as acceptable is the 
reward outlined in the vignette for appropriate behaviour. A 
piece of chocolate is given as an example. This was chosen to 
be consistent with Tarnowki and his colleagues (1989; 1990) 
research. It was felt by a number of respondents that giving 
an edible reward was rather inappropriate.
Medication is found to be an unacceptable and perceived to 
be an ineffective intervention. It is found not to differ 
significantly from Physical Restraint in its level of 
acceptability. This is concordant with previous research by 
Kazdin. He found that medication was less acceptable than 
accelerative techniques but more acceptable than reductive 
techniques (Kazdin et al, 1981; Singh et al, 1987; Kazdin, 
1980a; 1981). It is, however, perceived to be significantly 
more effective than Physical Restraint. Thus, even though 
medication is not found to be significantly more acceptable 
than physical restraint, it is felt to be more effective.
It would be interesting to investigate the effects these 
differential ratings of acceptability and perceived 
effectiveness have on selection or use of a technique. It 
would seem likely that in this case Medication would be 
preferred to Physical Restraint on the basis of itfs 
perceived effectiveness, even though the two techniques do 
not differ significantly in their acceptability.
This highlights the importance of evaluating both the 
acceptability and perceived effectiveness of interventions.
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If two interventions are considered equally appropriate, by a 
psychologist, for dealing with a behaviour, and considered 
equally acceptable by staff, the extent to which each is 
considered effective may determine which intervention is 
selected for implementation and which is implemented with 
integrity
The present study is the first to investigate the 
acceptability and perceived effectiveness of Functional 
Communication Training and Gentle Teaching. The results show 
them to be highly acceptable and perceived to be highly 
effective by staff. Again, it would be interesting to explore 
the relationship between these two variables and use of 
interventions to determine whether these techniques would be 
more readily and consistently used by staff than other less 
acceptable and effective interventions. It seems likely that 
they would be the treatment of choice for the majority of 
staff in the present sample.
4.1.2 Interaction Effects
This study shows that effectiveness is independent of SIB 
severity, whereas acceptability ratings vary as a function of 
SIB severity.
There is an interaction effect for intervention type and 
SIB severity for acceptability ratings but not for ratings of 
perceived effectiveness. Thus, Physical Restraint and 
Medication are considered more acceptable for dealing with a
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severe SIB than a mild one. However, these interventions are 
not considered more effective for a severe problem than a 
mild one. Thus, even though staff may find them more 
acceptable they do not think they are any more likely to 
successfully deal with the severe behaviour.
Also, Functional Communication Training and DRO are 
approaching significance in that they are considered more 
acceptable for dealing with mild SIB than severe SIB. Again, 
effectiveness shows no such effect.
Tarnowski et al (1989) also found a SIB severity by 
intervention interaction, in that Physical Restraint was 
considered less acceptable for a mild or moderate problem. 
Tarnowski et al (1990) failed to find this effect. The 1989 
study was conducted with staff from an 204-bedded 
intermediate care facility, with a developmental orientation. 
The 1990 study was conducted with staff from a community 
based, behaviourally oriented unit. It seems that even though 
staff in the present study are based in the community, they 
respond in a similar vein to the developmentally oriented 
staff of Tarnowski et al (1989).
Miltenberger et al (1989a) also found an intervention by 
SIB severity interaction. He found community based staff 
differentially rated DRO as significantly more acceptable for 
a mild problem and institutional staff rated shock 
significantly more acceptable for a severe problem. This is 
consistent with the present results in that DRO was found to 
be more acceptable for a mild problem. However, the finding
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in this study was not significant.
Thus, staff find Medication and Physical Restraint more 
acceptable for severe SIB, but do not feel these 
interventions are any more effective in dealing with severe 
SIB than mild SIB. It may be that because severe SIB is very 
difficult for staff to cope with, they are more likely to 
find interventions acceptable which they would normally find 
unacceptable, due to an overriding desire to try any 
intervention in an attempt to reduce or eliminate the 
undesired behaviour, even though they are not considered any 
more effective for severe SIB than mild SIB.
Functional Communication Training and DRO are considered 
more acceptable for a mild SIB than for a severe SIB, 
although the effect is not significant, but again they are 
not considered any more effective for dealing with a mild SIB 
as opposed to a severe SIB. It seems likely that another 
variable not assessed may be involved. It may be that time 
taken for the interventions to be successful is playing a 
part in these differential ratings. Functional Communication 
Training and DRO may be thought of as taking time for the 
beneficial effects to become apparent and so are considered 
more acceptable for a mild problem as the person can cause 
themselves less damage in the time taken for the SIB to 
reduce. Medication and Physical Restraint may be thought of 
as fast acting and so be more suitable for severe behaviours.
Also, Physical Restraint and Medication to a certain 
extent, may be seen as protective of the individual
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displaying the behaviour and thus considered acceptable for 
severe behaviours. With Physical Restraint the behaviour is 
physically stopped from occurring and with medication the 
client may be sedated and unable to perform the self-harm.
There is no main effect for severity. This is consistent 
with previous research with people with learning disabilities 
(Tarnowski et al, 1989; 1990; Miltenberger et al, 1989a) and 
Witt, Elliott and Martens (1984) on classroom behaviour with 
preservice teachers. However, it is in contrast to Kazdin 
(1980a) who found undergraduates rated all interventions more 
acceptable for severe than mild child behaviours and Frentz 
and Kelley (1986) who found mothers rated all treatments as 
being more acceptable when applied to a severe behaviour 
problem. Martens et al (1985) and Witt et al (1984) have 
supported these results for behavioural interventions applied 
in the classroom.
Thus, it seems a severity main effect has been found for 
mothers, teachers and undergraduates, but not for preservice 
teachers or staff caring for people with learning 
disabilities. The differences may be to do with the types of 
behaviour being investigated. Mild child behaviour problems 
(e.g. daydreaming) studied may not be considered worthy of 
intervention and thus interventions are considered more 
acceptable for severe problems. With the SIB and aggressive 
behaviours (e.g headbanging, verbally aggressive outbursts) 
studied in the learning disabilities population, these 
problems are considered worthy of intervention, even when
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mild, because they may have severe consequences (see 
Introduction). Thus, interventions are accepable for mild as 
well as severe behaviours.
4.1.3 Accelerative vs. Reductive Interventions
More reductive interventions were found to be less 
acceptable and perceived a^_3~ess effective than accelerative 
interventions. This is consistent with the majority of 
previous research which shows that accelerative interventions 
are more acceptable than reductive interventions (Reimers et 
al, 1987).
It is interesting that reductive techniques are also 
perceived as less effective. The efficacy of reductive 
techniques is often a determining factor in their selection. 
It seems that even though they may be effective in reducing 
SIB, they are not perceived as such by staff. It seems that 
the maxim 1 they may be unpleasant, but they work1 does not 
hold for the present sample of staff. It may be that staff do 
not allow themselves to consider the reductive interventions 
as effective because they find them so unacceptable, i.e., 
because the interventions are considered unacceptable they 
must also be considered ineffective to prevent cognitive 
dissonance occurring.
A significant intervention by severity interaction shows 
that accelerative interventions are more acceptable for mild 
SIB than severe SIB and reductive techniques are more
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acceptable for severe SIB than for mild SIB. This finding is 
consistent with Tarnowski et al (1989). There is no similar 
interaction effect for ratings of perceived effectiveness. 
This shows that reductive interventions are more acceptble 
for severe behaviours but they are not perceived as any more 
effective for that behaviour than mild SIB, and accelerative 
interventions are considered more acceptable for mild 
behaviour but are considered equally effective for dealing 
with mild or severe behaviour.
It would again seem that an important factor is the amount 
of time the interventions take to become effective. The 
reductive ones being more immediate and offering protection 
to the client in their process and thus being considered more 
acceptable for severe behaviours. Accelerative interventions 
take more time and may be considered as too great a risk for
severe SIB, although they are still felt to be effective for
this behaviour. Accelerative interventions may be considered 
more acceptable for mild interventions because they do not 
use unnecessary force for dealing with the behaviour. They 
take time to work and this is available with mild behaviours. 
Reductive interventions are still considered to be as
effective for mild SIB, but their aversiveness makes them
unacceptable.
4.1.4 Functional vs. Non-Functional Interventions
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More functional interventions (i.e. interventions based on a 
functional analysis) are considered more acceptable and 
effective than non-functional interventions. A significant 
intervention by SIB severity interaction shows that 
functional intervention are considered more acceptable for 
mild than severe SIB and non-functional interventions are 
considered more acceptable for severe than mild SIB.
No previous research has been conducted into the 
acceptability and perceived effectiveness of functional 
versus non-functional interventions and thus the results may 
not be compared with relevant literature. With the 
similarity of the interventions in each of these collapsed 
groups, it is difficult to say that these effects are not due 
to their differences in levels of reductiveness. However, the 
division of interventions into linked and non-linked proves 
useful as an alternative way of assessing the dimensions 
along which decisions are made about the acceptability and 
effectiveness of an intervention.
The results are of importance given the current emphasis on 
functional rather than non-functional interventions (Emerson, 
1992). The finding that staff find these interventions more 
acceptable and effective may explain the shift towards this 
type of intervention being used.
The interaction effect may be due to the similarity of the 
groups to the reductive/accelerative groups. The univariate 
analysis being non-significant supports this. However, 
functional interventions take time to implement and this may
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be an important factor as outlined above.
4.1.5 Background Variables
Type of job, whether direct care or supervisory, type of 
service, whether NHS, social services or voluntary, 
education, qualifications, amount of experience in the care 
services, amount of experience in learning disabilities and 
amount of experience with people displaying SIB did not 
affect ratings of either acceptability or perceived 
effectiveness. Miltenberger et al (1989) also found no effect 
on acceptability for direct care versus supervisory staff. 
Witt et al (1984) found an inverse relationship between the 
amount of teaching experience and ratings of acceptability. 
This finding was not supported by the present study.
It was expected that type of job, type of service, 
education and qualifications would not be related to ratings 
of acceptability and effectiveness. It was, however, expected 
that amount of experience in care services, learning 
disabilities and SIB would influence ratings. Experience in 
the learning disabilities field almost reached significance 
in it's influence on perceived effectiveness. The study 
showed that more experience of behaviour modification and 
functional analysis enhanced ratings of acceptability and 
perceived effectiveness. This is consistent with previous 
research (McKee, 1984, Clark and Elliott, 1987).
It would seem that judgements about interventions are not
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made on experience per se, but it is the knowledge and 
experience one gains about interventions and techniques 
whilst amassing experience which is crucial. It would seem 
eroneous to assume that someone with much experience has been 
exposed to and used interventions for dealing with SIB. 
However, it would seem that one is likely to gain knowledge 
or form views about the effectiveness of different 
interventions by working in the field of learning 
disabilities, although this finding was not significant.
The results show that training in and use of behaviour 
modification and functional techniques increase ratings of 
acceptability and effectiveness of interventions. Thus, if 
techniques or principles are familiar, they are found to be 
more acceptable and perceived to be more effective. This has 
implications for staff training (see below).
It is not certain from these results whether acceptability 
and effectiveness ratings are enhanced for all interventions. 
It would be interesting to examine the differential effects 
of experience on ratings for different interventions. For 
example, it seems unlikely that ratings for medication would 
be enhanced be experience in behavioural techniques.
However, staff had little experience and knowledge of 
Stimulus Control, Functional Communication Training and 
Gentle Teaching which were the interventions rated as most 
acceptable and effective. It would seem that a grasp of 
principles involved in interventions is more important than 
experience of the interventions themselves.
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4.2 Limitations of the Study
The generalisability of the results may be limited. 
Although the houses had a wide range of clients at various 
ages and disabilities, the number of clients showing SIB was 
limited. Thus, staff’s experience of clients with SIB in 
their Current setting may not be representative of all 
facilities.
The sample of staff was restricted to community based staff 
in the Riverside Health Authority. The results reflect this 
sample well, but may not generalize to other districts.
The study was demanding of staff time. This may have 
influenced the ratings on the scales towards the end of the 
pack of 12 vignettes. The presentation of the vignettes was 
randomised to account for this. However, the Effectiveness 
Rating Profile (ERP) always followed the IRP. This may have 
influenced responding on this scale, i.e. staff may have 
responded to the second half of the BIRS in kind, due to 
boredom or time pressure. In future research the presentation 
of the ERP and IRP should be randomized.
Staff may not have fully understood the interventions as 
written. Views may differ substantially when selection of an 
intervention is being made for implementation. This is a 
product of the methodology, which lacks ecological validity, 
but has proved useful in past research. It provides a basis 
upon which future research with greater ecological validity 
may be conducted.
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The staff in the study were under some stress as the 
houses were being taken over by a housing trust. This may 
also have influenced their responding.
The interviewer was the author. This may have biased 
responses in favour of behavioural techniques. An interviewer 
independent of psychology may have eliminated any bias of 
this type.
4,3 Implications for Clinical Practice
It is suggested that clinicians may want to take into 
account the results of this study and the information in the 
literature review.
Functional Communication Training and Gentle Teaching were 
found to be the most acceptable and perceived to be the most 
effective of the interventions assessed. These are relatively 
new techniques, about which staff have little knowledge. It 
seems reasonable to suggest these interventions be tried with 
more regularity in community houses than they are at present 
with staff being provided with more information about them. 
Medication and Physical Restraint were found to be the 
least acceptable and perceived to be the least effective of 
the interventions assessed. It would seem that these 
interventions are becoming increasingly unpopular and given 
that staff are becoming more and more involved in decision 
making concerning client's programmes and given the limited 
success of medication for dealing with SIB (Schroeder et al,
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1978), it is suggested these interventions are becoming 
increasingly inappropriate methods for dealing with SIB. 
Although no research has been conducted into the relationship 
between integrity and acceptability and effectiveness, it 
would seem likely that if a procedure were not found to be 
acceptable, it would be less likely to be used and 
implemented with integrity. It would seem dangerous for this 
risk to be taken with either medication or restraint.
Clinicians may wish to conduct a functional analysis as 
part of their assessment, as interventions based on the 
results may be more acceptable.
They may wish to increase the knowledge of staff who 
commonly refer to them, as they will be more likely to find 
the proposed interventions acceptable. They might therefore 
adopt a strategy of offering regular training in general 
applied behaviour analysis methods and in specific methods 
applied to SIB.
Clinicians working with staff limited experience of people 
displaying SIB may wish to brief staff during assessment on 
available treatment methods, rationale for using them, 
relative difficulty in using each of them and the relative 
effectiveness of each, since this will enhance the extent to 
which staff find the proposed interventions acceptable.
Clinicians may wish to promote their chosen intervention to 
a member of staff with more experience in learning 
disabilities and interventions initially, since they may be 
more likely to find the intervention both effective and
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acceptable.
Leaflets or videos of an intervention to be used may be 
made available to staff.
The clinician may decide to use a method with high 
acceptability and lower effectiveness, even when they feel a 
less acceptable but more effective intervention should be 
used. This would lead to a higher probability that the 
treatment would be implemented with integrity (if the link 
between acceptability and effectiveness judgements and staff 
compliance holds good).
4.4 Implications for Future Research
The extent to which a staff member is familiar with a 
particular intervention shows promising effects on how 
acceptable and effective that person perceives that 
intervention to be. This needs to be studied in greater 
detail. If acceptability and effectiveness may be manipulated 
in this way it may have implications for implementing 
interventions which may at first not be acceptable,' but are 
considered by an expert to be of value to the client.
The relationship between acceptability and effectiveness 
and implementation of interventions needs to be investigated. 
We need to know whether someone perceiving an intervention 
to be acceptable and effective will be more likely to 
implement it and at what threshold of acceptability and 
effectiveness are needed for each intervention to be
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implemented. The variables influencing this relationship also 
need to be studied. Perhaps a scale of acceptability and 
effectiveness scores required for implementation under 
different conditions could be developed. This would indicate 
to clinicians whether or not an interventions was likely to 
be implemented if suggested and if it is not likely to be 
implemented, give clues as to how to increase levels of 
acceptability to levels at which it would be implemented, 
e.g. training.
The relationship between perceived effectiveness and 
acceptability of an intervention and the ratings of its 
effectiveness and acceptability once it has been used 
requires investigation. This would allow further 
investigation of the role of experience in acceptability and 
effectiveness.
The role of the amount of time involved for the 
intervention to show positive effects requires investigation. 
It has been shown that those taking more time to implement 
are less acceptability (Witt, Martens and Elliott, 1984), but 
no research has addressed the role of time taken for 
interventions to show positive results.lt seems this may be 
an important variable in the acceptability of interventions.
More investigation into the effect of more experience of 
SIB, in terms of number of people with SIB, number of types 
of SIB encountered, and number of treatment approaches tried 
is required. Experience in this sample was limited, but it 
seems likely that this experience would influence ratings for
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acceptability and effectiveness in this sample.
More investigation into the differential effects of 
experience and knowledge of interventions is required.
Knowledge of medication techniques on ratings of
acceptability would be interesting. It may be that for some 
techniques levels of acceptability and effectiveness be 
predicted by their experience, i.e. more experience leads to 
greater acceptability, but some interventions may show the 
opposite effect, i.e. they may become less acceptable with 
experience.
The relationship between use and integrity, and the 
relative roles of. acceptability and effectiveness in this 
needs further investigation, i.e. is a more acceptable and 
effective intervention more likely to be implemented
properly? Thus a more acceptable and effective intervention 
may be chosen above one which may have better outcome 
research, because it will be more likely to be used properly. 
This research would have to be carried out with a more 
ecologically valid methodology, rather than in terms of case 
vignettes, to explore the important factors involved in
actual decision making.
The views of the consumer of services are the most 
important but most often neglected. Research is needed to 
ascertain clients* judgements of the interventions imposed 
upon them. Parental views on home based intervention is also 
a much neglected area.
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4.5 SUMMARY
Perceived effectiveness and acceptability ratings have been 
shown to be highly positively correlated. Interventions are 
rated differentially for both acceptability and 
effectiveness. Functional Communication Training and Gentle 
Teaching were the most preferred and Medication and Physical 
Restraint were the least preferred interventions in terms of 
both acceptability and effectiveness. The present staff 
sample seem to make judgements from a developmental 
perspective rather than a behavioural one. Some interventions 
were rated as significantly more effective, whilst not 
differing significantly on acceptability. This suggests that 
effectiveness may be a useful construct when making a choice 
between two equally acceptable interventions.
Accelerative and functional interventions are found to be 
more acceptable and effective than reductive and non­
functional interventions.
Physical Restraint and Medication are found to be more 
acceptable for dealing with a severe problem than a mild one, 
but are not considered any more effective. Also, accelerative 
and functional interventions are rated as being more 
acceptable for dealing with mild SIB than severe SIB, and 
reductive and non-functional interventions are found to be 
more acceptable for severe SIB than mild SIB. No such effects 
are found for effectiveness. It is suggested that more 
reductive and non-functional techniques may offer more
protection to the client and be more immediate in their 
effects than accelerative and functional techniques.
No main effect is found for severity. It is suggested that 
all SIB is considered equally worthy of intervention, due to 
it's detrimental effects on the individual.
Experience of behavioural techniques enhances ratings of 
acceptability and effectiveness.
These findings have implications for clinical practise in 
that staff training may increase the acceptability and 
perceived effectiveness of interventions. This would improve 
relationships between staff and clinicians and potentially 
improve the integrity of implemented interventions, thus 
improving the service to the client. Functional Communication 
Training and Gentle Teaching are relatively new techniques, 
it seems staff would be amenable to their introduction to 
their units and perhaps training should be provided. 
Medication and Physical Restraint are not acceptable to staff 
and as such should only be used if no other alternative is 
justified. Functional analysis is an important predictor of 
acceptability and effectiveness and perhaps clinicians should 
ensure this is conducted prior to intervention.
Suggestions are made for future research.
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APPENDIX I
BEHAVIOUR INTERVENTION RATING SCALE
Y ou h a v e  j u s t  r e a d  a b u t  a  m an w i t h  a  c h a l l e n g i n g  b e h a v i o u r  a n d  
a  d e s c r i p t i o n  o f  a n  i n t e r v e n t i o n  f o r  i m p r o v i n g  t h e  p r o b l e m .  
P l e a s e  e v a l u a t e  t h e  i n t e r v e n t i o n  b y  c i r c l i n g  t h e  n u m b e r  w h i c h  
b e s t  d e s c r i b e s  y o u r  a g r e e m e n t  o r  d i s a g r e e m e n t  w i t h  e a c h  
s t a t e m e n t .  P l e a s e  a n s w e r  e a c h  q u e s t i o n .
Rating scale
1 = S t r o n g l y  D i s a g r e e
2 = D i s a g r e e
3 = S l i g h t l y  D i s a g r e e
4 = S l i g h t l y  A g r e e
5 = A g r e e
6 = S t r o n g l y  A g r e e
1. This would be an acceptable intervention for the
client's challenging behaviour. 1 2  3 4 5 6
2. Most carers would find this intervention appropriate 
for behaviour problems in addition to the one
described. 1 2  3 4 5 6
3. The intervention should prove effective in
changing the client's challenging behaviour. 1 2  3 4 5 6
4. I would suggest the use of this intervention to
other carers. 1 2  3 4 5 6
5. The client's challenging behaviour is severe enough
to warrant use of this intervention. 1 2  3 4 5 6
6. Most carers would find this intervention suitable
for the challenging behaviour described. 1 2  3 4 5 6
7. I would be willing to use this in the community
setting. 1 2  3 4 5 6
8. The intervention would n o t result in negative
side-effects for the client. 1 2  3 4 5 6
9. The intervention would be an appropriate
intervention for a variety of clients. 1 2  3 4 5 6
10. The intervention is consistent with those I have
used in community settings. 1 2  3 4 5 6
11. The intervention was a fair way to handle the
client's challenging behaviour. 1 2  3 4 5 6
12. The intervention is reasonable for the challenging
behaviour described. 1 2  3 4 5 6
13. I like the procedures used in the intervention. 1 2  3 4 5 6
14. This intervention was a good way to handle this
client's challenging behaviour. 1 2  3 4 5 6
15. Overall, the intervention would be beneficial for
the client. 1 2  3 4 5 6
305
16. The intervention would quickly improve the client's
behaviour. 1 2  3 4 5 6
17. The intervention would produce a lasting 
improvement in the client's behaviour. 1 2
18. The intervention would improve the client's 
behaviour to the point that it would not noticeably 
deviate from other client's behaviour. 1 2
19. Soon after using the intervention, the carer would 
notice a positive change in the challenging 
behaviour. 1 2
20. The client's behaviour will ramain at an improved 
level even after the intervetion is discontinued. 1 2
21. Using the intervention should not only improve the 
client's behaviour in the house, but also in other 
settings (e.g. community, day centre). 1 2
22. When comparing this client with a peer who does not 
display challenging behaviour, before and after use of 
the intervention, the client's and the peer's 
behaviour would be more alike after using the 
intervention. 1 2
23. The intervention should.produce enough improvement 
in the client's behaviour so the behaviour no
longer is a problem in the house. 1 2  3 4 5 6
24. Other behaviours related to the problem behaviour 
also are likely to be improved by the
intervention. 1 2  3 4 5 6
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APPENDIX II
STRUCTURED INTERVIEW
N H S/N on-N H S
N u m b er  o f  s t a f f ......................................................................................
N um ber o f  c l i e n t s ................................................................................
f e m a l e s ...............................................
m a l e s .....................................................
N u m b er  o f  c l i e n t s  w i t h  s e l f  i n j u r i o u s  b e h a v i o u r
S e v e r i t y  o f  l e a r n i n g  d i s a b i l i t i e s  o f  c l i e n t s
m i l d
m o d e r a t e
s e v e r e
p r o f o u n d
A ge  r a n g e  o f  c l i e n t s ........................................................................
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STAFF INTERVIEW
AGE...................................................................  SEX M/F
JOB T IT L E .  . .............................................  GRADE..................................
QUALIFIED STAFF Y/N
YEARS IN  EDUCATION.......................................................................................................
NO. OF YEARS NURSING EXPERIENCE...................................................................
NO. OF YEARS EXPERIENCE IN  LEARNING D IS A B IL IT IE S ....................
EXPERIENCE OF S IB
-  NONE
-  N u m b er  o f  c l i e n t s  w i t h  S IB  i n  p e r s o n a l  c a r e
-  N u m b e r  o f  c l i e n t s  k n o w n  w i t h  S I B ,  b u t  n o t  i n  
p e r s o n a l  c a r e ..............................................................................................
EXPERIENCE OF FORMAL APPROACHES TO HELPING PEOPLE WITH 
CHALLENGING BEHAVIOUR
-  BEHAVIOUR MODIFICATION
K n o w le d g e  o f  .........................................................................
T r a i n i n g  i n .........................................................................................
U s e  o f .......................................................................................................
-  APPLIED BEHAVIOUR ANALYSIS
K n o w le d g e  o f .......................................................................................
T r a i n i n g  i n ................................ .*......................................................
U s e  o f .......................................................................................................
-  CONSTRUCTIONAL APPROACHES
K n o w le d g e  o f .......................................................................................
T r a i n i n g  i n .........................................................................................
U s e  o f .......................................................................................................
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-  FUNCTIONAL COMMUNICATION TRAINING
K n o w le d g e  o f .............................................
T r a i n i n g  i n ................................................
U se  o f ..............................................................
-  GENTLE TEACHING
K n o w le d g e  o f .............................................
T r a i n i n g  i n ................................................
U s e  o f .............................................................
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APPENDIX III
CASE VIGNETTES FOR INTERVENTIONS
# 1 .  A d e c i s i o n  i s  m ade  b y  s t a f f  t o  u s e  t h e  f o l l o w i n g  
p r o c e d u r e  t o  r e d u c e  J o h n ’ s  c h a l l e n g i n g  b e h a v i o u r :  When J o h n  
d o e s  n o t  h i t  h i s  h e a d  f o r  a  s h o r t  am o u n t o f  t i m e  ( e x a m p l e :  10  
m i n u t e s ) ,  t h e  s t a f f  who w o r k  w i t h  J o h n  i m m e d i a t e l y  g i v e  h im  a  
s m a l l  r e w a r d  ( e x a m p l e :  a  p i e c e  o f  c h o c o l a t e ) .  I f  J o h n  h i t s  
h i s  h e a d ,  t h e  r e w a r d  i s  p u t  o f f  f o r  a  s h o r t  p e r i o d  o f  t i m e .
#2. A decision is made by staff to use the following
procedure to reduce John’s challenging behaviour: After
carefully keeping track of John's behaviour during his daily 
schedule, it is noted that John almost never hits his head 
during certain activities, with certain people, or in certain 
places. Staff then make up a new daily schedule for John 
which is made up of those activities during which John almost 
never hits his head. John’s daily schedule is made up of 
short amounts of time in each of these activities. These
activities are repeated one by one throughout the day.
//3. A decision is made by staff to use the following
procedure to reduce John’s challenging behaviour: Each time 
staff observe John and he is banging his head, they will 
immediately take him over to a special chair and use
restraint so that he cannot get up. No one says or does 
anything to John while he is restrained. After a short amount
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of time, John is released and allowed to get up and return to 
his usual activities,
#4. A decision is made by staff to use the following 
procedure to reduce John’s challenging behaviour: At a set
time each day, staff administer medication to John, as 
prescribed by the psychiatrist.
// 5. A decision is made by staff to use the following 
procedure to reduce John’s challenging behaviour: After
carefully observing John’s behaviour it is noted that 
whenever John hits his head, it results in certain positive 
consequences. They conclude that John may be hitting his head 
to obtain these consequences. John is taught appropriate ways 
of communicating to obtain the positive consequences. The aim 
is for these ways of communicating to replace his self- 
injurious behaviour.
#6. A decision is made by staff to use the following 
procedure to reduce John’s challenging behaviour: At various 
times during the day, staff approach John and engage him in 
frequent and enthusiastic value-giving in the form of: words, 
gazes, smiles, gestures, touch, etc. This is unrelated to 
whether John hits his head or not. He is encouraged to 
perform simple one or two step tasks. Gestures and looks, 
etc. are also solicited from John. The environment is 
structured to prevent injury, i.e. John is seated away from
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walls, chairs, etc. John is prevented from hitting his head 
where possible. If he does hit his head, this is given 
minimal attention. He is then redirected on to a task and 
rewarded for participation.
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RESEARCH DOSSIER TWO
PERSONALITY CHARACTERISTICS OF PEOPLE WITH 
LEARNING DISABILITIES WHO SHOW UNACCEPTABLE
SEXUAL BEHAVIOUR
A&STRA C I
Since the move of people with learning disabilities out of long-stay hospital into the 
community and the increased awareness of the sexual abuse of those with learning 
disabilities, interest and concern about the unacceptable sexual behaviour shown by 
those in this client group has increased. However, little research interest has focused on 
personality assessment in this group. This study investigates the personality, 
demographic and adaptive functioning variables which discriminate between those 
showing sexual behaviour involving a victim (victim-focused behaviour) and those 
showing sexual behaviour which does not involve a specific victim (non-victim-focused 
behaviour), in a sample of 41 adults residing with an NHS Trust or attending a Social 
Services day centre.
The results showed that the sample were mainly male, between 30 and 40 years old and 
showed little specificity for the sex or type of victim or the type of unacceptable sexual 
behaviour shown. This behaviour occurred at a high frequency and mainly targeted 
other people with learning disabilities and female staff. However, few serious 
behaviours were shown and most were ‘nuisance’ behaviours.
Of the four personality types derived by factor analysis of the personality inventoiy, 
personality type 1, agitated\ volatile loners, along with social and communication skills 
and overall level of support, discriminated those showing victim-focused behaviour 
from those showing non-victim-focused behaviour.
Implications of the study in terms of assessment, risk assessment and intervention were 
discussed.
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5.1 LITERATURE REVIEW
5.1.1. Introduction
Over the last ten to fifteen years there has been a consistent thrust to close down large 
institutional hospitals, which traditionally housed people with learning disabilities, and 
to move people into the community, in line with the principles of normalisation and 
social role valorisation (Wolfensberger, 1972, 1983). People with a learning disability 
generally now live in smaller staffed residential units in the community, which may be 
administered by the National Health Service, Social Services or private or voluntary 
organisations. Some may live at home with family and a small number live 
independently. Many difficult behaviours which have been more easily overlooked in 
larger residential establishments, can no longer be ignored when occurring in smaller 
units or in the wider community.
One such difficult behaviour is that which is sexually inappropriate or offensive. Very 
little is known about people with learning disabilities who sexually offend. Interest and 
research have only recently focused on the subject, prompted by the increased 
community presence and participation of this client group and an associated increase in 
concern around any unacceptable behaviour. There is also a recent interest in the 
sexual abuse of people with learning disabilities, who are increasingly being recognised 
as a vulnerable group. This has lead to insights into sexual abuse perpetrated by adults 
with learning disabilities. For example, the recent work of Brown, Stein and Turk 
(1995) has shown that 53% of perpetrators of sexual abuse of people with a learning 
disability were also learning disabled.
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5.1.2. Definitions
The definition of unacceptable sexual behaviour depends on the system of classification 
used. Psychiatric diagnosis according to DSM-IV (Diagnostic and Statistical Manual - 
Fourth Edition; American Psychiatric Association, 1994) classifies behaviours into 
paraphilias of exhibitionism, fetishism, ffotteurism, paedophilia, sexual masochism, 
sexual sadism, voyeurism and nonspecified paraphilias. Some of these would only be 
considered offences in some circumstances. For example, a fetish would only be 
considered an offence if it caused harm to another person or was conducted in an 
inappropriate place, thereby contravening a law. It is important for services to be clear 
as to those behaviours which cause harm or distress to others and those which do not. 
Those which do not, need to be accommodated or tolerated by services as part of an 
individual’s sexuality, rather than seen as behaviour which must be changed.
Unacceptable sexual behaviour can be classified in terms of its legal status. However, 
this may become complicated when applied to those with learning disabilities. For 
example, the legal definition of exposure includes the necessity of determining an intent 
to insult a female. This intent is likely to be difficult to establish, given the cognitive 
limitations of an individual with learning disabilities. Operational definitions of 
behaviour are therefore important to use with this population. It is likely that many of 
the behaviours deemed inappropriate, but not labelled as an offence in those with 
learning disabilities, may be seen as an offence if performed by someone in the general 
public, and may be likely to be prosecuted. This may be due to the minimisation by 
services (Thompson and Brown, 1997), leading to under-reporting. As a result, Clare
(1993) suggests it is important to treat any unacceptable sexual behaviour as an offence 
regardless of conviction, in order to emphasise the seriousness of the behaviour.
The definition of unacceptable sexual behaviour in the literature is generally poor and
varies across studies. The terms sexual offending, sexual abuse, sexually inappropriate
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behaviour and paraphilias are all used interchangeably, with little clarification as to the 
differences in meaning. Thompson and Brown (1997) define sexual abuse as ‘any 
sexual act (not necessarily involving contact) with another party who did not or cannot 
consent to the act, or for whom there exists a barrier to consent’ (p. 141). Barriers to 
consent may involve power imbalances of violence or threat of violence, persuasion or 
inducement, age or ability.
The actual behaviours involved have been extremely wide ranging. (Schilling and 
Schinke, 1989; Murrey, Briggs and Davis, 1992; Gilby, Wolf and Goldberg, 1989; 
Day, 1994) and may be clustered into three main areas;
behaviour involving contact - this can be against the same age or older victims. 
Behaviours include penetration (penile, manual or object) of the vagina, anus or mouth; 
touching, grabbing, kissing or biting breast, bottom or genital areas; masturbation of a 
victim, or inducing a victim to perform sexual acts on the perpetrator; frottage (rubbing 
up against another person). These may be actual or attempted and may involve 
weapons, physical or verbal threat or physical injury.
behaviour not involving contact - for example, exhibitionism/exposure, public 
masturbation, voyeurism, stealing underwear, making obscene telephone calls, or 
indecent suggestions or remarks; exposure and public masturbation may or may not 
involve a specific victim.
paedophilic offences involving victims under the legal age of consent. Incest is another 
legal category of offences, which most often involves children.
The term learning disability is clearly defined as involving impairment in both
intellectual and social functioning (DSM-IV; Mental Health Act, 1983). However, the
interpretation and criteria for these impairments may differ. Generally, the accepted
required level of intellectual impairment is a full scale IQ of 70 points or below, usually
measured on the Wechsler Adult Intelligence Scale-Revised (Wechsler, 1981). A
number of measures may be used to determine impaired social functioning, for
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example, the Adaptive Behaviour Scale (Nihira, 1975), the Functional Performance 
Record (Mulhall, 1989), the Vineland Adaptive Behaviour Scale (1985) and the Scale 
for Assessing Coping Skills (Whelan and Speake, 1979). However these criteria are 
often not consistently measured, applied or described across studies.
5.1.3. Prevalence
Sexual offending is not a common crime (Griffin, 1989), accounting for just 0.6% of all 
offences (Criminal Statistics for England and Wales, 1986). There is no clear evidence 
for either an under- or over-representation of people with learning disabilities in the sex 
offender population (Gilby, Wolf and Goldberg, 1989). Schilling and Schinke (1989) 
agreed there was no clear answer, but stated there was evidence that sexual offences 
were more likely than other offences in this population. Studies of individuals sent to 
hospital or special treatment facilities show that up to 50% of admission offences are 
sexual (Walker and McCabe, 1973; Day, 1988). Day's (1993) review concluded that 
sexual offences are more common amongst the learning disabled population than the 
general population, occurring up to six times more often than in the general population. 
In contrast, Murphy, Coleman and Abel (1983) suggested that most research does not 
point to higher rates of sexual offending in people with learning disabilities, suggesting 
a rate of 10-15%, only slightly higher than the general population (9%).
This lack of clarity is likely to derive, in part, from the variation in the definition and 
assessment of learning disability. For example, Murphy, Harnett and Holland (1995) 
found that a group of male remand prisoners reported as having a learning disability 
were all functioning outside the range of learning disability when screened and 
Gudjonsson, Clare, Rutter and Pearse (1993) found an over-representation of learning 
disabilities in those taken into custody, but suggested the results were an underestimate 
of ability due to the distress inherent in the situation.
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Prevalence rates will also be dependent upon the method used to identify them. For 
example, the number of sexual offences in the learning disabled population or the 
number of sexual offenders in the learning disabled population as compared to the 
general population may be used, or the number of those with a learning disability in the 
sexual offender population. Sex offender populations can also be variously defined as 
those on police or court records, those on remand or those who have received 
convictions.
Whatever the true prevalence of sexual offending in those with learning disabilities, 
they are likely to be under-represented in the legal system due to a reluctance to 
involve the police (Thompson and Brown, 1997; Swanson and Garwick, 1990) and it 
has been suggested that men with learning disabilities may be overrepresented in secure 
settings as an alternative to prosecution (Robertson, 1981). Although, some have 
suggested higher prosecution rates (Murphy, Coleman and Abel, 1983). Higher rates of 
incident reporting have been suggested, given the higher likelihood of apprehension in 
those with learning disabilities due to the possession of fewer skills in avoiding 
detection (Schilling and Schinke, 1989) and the abuse of those with learning disabilities 
by others with learning disabilities being more often witnessed (Brown and Stein, 
1997). Thompson (1997) found that all those cases where men with learning disabilities 
were prosecuted resulted in a conviction, suggesting discrimination in the legal system. 
This may be due to those with learning disabilities being less able to conduct a skilful 
defence in court (Cullen, 1993) and the increased suggestibility in this population 
leading to a higher likelihood of false prosecution and conviction (Clare and 
Gudjonsson, 1993). Murphy, Harnett and Holland (1992) also found they may be 
detained for relatively less serious offences. This is likely to contribute to a reluctance 
to report to the police.
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It seems, then, that a high number of incidents shown by this population are reported, 
few have police involvement and prosecution, but those which are prosecuted are likely 
to result in conviction. Referrals to a secure setting may be a likely alternative.
5.1.4. Pattern of Sexual Offending Behaviour in those with Learning Disabilities
Sex offenders with learning disabilities show a different pattern of sexual offending to 
those without learning disabilities. As compared to the general sex offender population, 
they tend to have more male victims, with female victims predominating in the general 
population (Murrey, Briggs and Davis, 1992; Griffiths, Quinsey and Hingsburger, 
1985; Brown and Stein, 1997) and show less specificity for the sex and age of a victim 
(Gilby, Wolf and Goldberg, 1989; Day, 1994). Twenty per cent have been shown to 
display homosexual and heterosexual offences, with 50% offending against both 
children and adults (Day, 1994). Murrey, Briggs and Davis (1992) showed that victims 
were more likely to be under 16 than victims of those with psychopathic disorder or 
mental illness, which agreed with Gilby, Wolf and Goldberg (1989), although Day 
(1994) showed that two-thirds of his sample had adult victims. He suggested this 
difference could be due to his study reporting sexual incidents, not just convictions, 
with convictions more likely for child offences (Brown and Thompson, 1997). Murrey, 
Briggs and Davis (1992) sampled sex offenders with learning disabilities in Rampton 
hospital, which may suggest detainment in a secure setting is more likely for 
paedophilic offences by those with learning disabilities than other groups. Gilby, Wolf 
and Goldberg (1989) sampled adolescents referred to an assessment and treatment 
centre. This sample may be more likely to have younger victims. Thompson (1997) 
found that others with a learning disability were the most likely victim and tended to 
suffer the most serious abuse, followed by female staff. The general public were the 
least likely victims.
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Sexual offences by people with learning disabilities are less likely to be serious, involve 
less penetration and less violence or aggression and are less likely to involve weapons 
than those perpetrated by sex offenders in the general population (Murrey, Briggs and 
Davis, 1992; Day, 1994; Brown and Stein, 1997). There is a high level of nuisance 
offences and true deviancy is rarely seen (Day, 1994).
Day (1994) suggested that the participants in his study were less likely to know the 
victim than sex offenders without a learning disability and that the abuse rarely 
occurred in the context of a relationship. However, Brown, Stein and Turk (1995) in 
their study of the abuse of people with learning disabilities showed that 81% of victims 
knew the perpetrator. This difference may have been related to the sample 
characteristics of the studies, in that Day sampled offenders and Brown, Stein and Turk 
sampled victims. The latter included all perpetrators of abuse, including staff, family 
members, etc. without learning disabilities, which is likely to yield a higher proportion 
of known perpetrators.
Day (1994) also found that, contrary to the general population, alcohol was rarely a 
factor in this client group, possibly reflecting limited access to substances.
Recidivism has been shown to be high (Day, 1994; Gilby, Wolf and Goldberg, 1989). It 
is outside the scope of this review to discuss in detail the recidivism of sexual offending 
in the general population, but there are numerous methodological problems associated 
with this area of research making it difficult to draw conclusions from the literature. 
These are related to the definition of recidivism, the length of follow-up, the type of 
offence studied and the gross under-reporting of sexual crime (Furby, Weinrott and 
Blackshaw, 1989; Fisher and Thornton, 1993).
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5.1.5. Characteristics of People with Learning Disabilities who show 
Unacceptable Sexual Behaviour
It is essential to be aware of and understand the characteristics of those with learning 
disabilities who show sexually offensive behaviour. This understanding enables service 
provision and intervention procedures to be correctly and efficiently devised, whether 
on a national, local or individual basis. This understanding is also essential in the 
prediction of those at risk of sexual offending and in preventative interventions.
The vast majority of sex offenders with learning disabilities are male (Thompson, 
1997), which is consistent with the general population (Griffin, 1989). Female sex 
offenders are rare but do exist, accounting for 0.95% of all offences in Home Office 
statistics between 1975 and 1984 (O’Connor, 1987). Brown, Stein and Turk (1995) 
showed that 94 out of 109 (96%) cases of people with learning disabilities who had 
been sexually abused were perpetrated by a male and 53% by another person with 
learning disabilities.
Little information exists about the age of sex offenders with learning disabilities. 
Murrey, Briggs and Davis (1992) found a mean age of 19.8 years for those with 
learning disabilities, comparable with other groups of sex offenders with mental health 
problems or psychopathic disorder. Also, Day (1994) found a mean age of 22.3 years 
for those showing just sexual behaviour and 18.8 years for those showing sexual plus 
other offence behaviour in a sample of 47 male outpatient and inpatient referrals for 
antisocial sexual behaviour, whether or not they were convicted. The age of sexual 
offenders with learning disabilities would therefore seem to be early adulthood.
Schilling and Schinke (1989) suggest ‘a reasonable but untested' assumption that sexual
functioning is reduced in severely and profoundly disabled people, due to their
restricted roles, powerless position, limited dating opportunities and limited mobility,
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which would suggest a reduced risk of offending. However, there are a number of 
factors suggesting an increased risk of unacceptable sexual behaviour in the learning 
disabled population.
□  Skill deficits have been noted in social and relationship skills (Aadland, Arweke and 
Schumacher, 1988; Day, 1994; Hingsburger, 1987) sexual knowledge (Hingsburger, 
1987; Charman and Clare, 1992) and assertiveness skills (Aadland, Arweke and 
Schumacher, 1988) which are likely to lead to poor social and sexual relationships 
(Gilby, Wolf and Goldberg, 1989; Hingsburger, 1987). This was confirmed by Day 
(1994) who found less experience of consenting sexual relationships as compared with 
non-learning disabled offenders and others with learning disabilities in a sample of 
learning disabled sex offenders. However, Charman and Clare (1992) found no 
relationship between the gaps in knowledge and the types and number of offences 
shown by participants in their group concerning the laws and social rules of sexual 
behaviour, although this was a small sample (n = 6).
□  A history of negative early sexual experience and sexual abuse has been found in sex 
offenders with learning disabilities (Hingsburger, 1987; Sobsey, 1994; Tharinger, 
Burrows-Horton and Millea, 1990), as it has in non-learning disabled sex offenders. 
The high incidence of sexual abuse provides an inappropriate model for sexual 
behaviour. However, it is unclear how those who sexually offend differ from the 
general learning disabled population, since sexual abuse seems to be a common 
experience for those with learning disabilities. Thompson (1997) found abusers and 
non-abusers with learning disabilities had themselves experienced sexual abuse at 
similar rates. More information is needed comparing the experiences of those who do 
sexually offend from those who do not, in order to establish the critical variables.
□  A history of institutionalisation, deprivation and dislocation (Brown and Stein,
1997; Day, 1994) characterises a large proportion of people with learning disabilities
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and is likely to lead to difficulties achieving secure attachments. Marshall (1989) 
proposed that the failure to achieve intimacy in relationships with adults causes 
emotional loneliness. This leads to an aggressive disposition and a tendency to find 
intimacy through sex with diverse or less threatening partners. Marshall suggests that 
lack of learning of the skills necessary to develop intimacy may mediate the sexual 
abuse sexual offenders experience as children and that shown by them in adulthood.
□  Clients' experience of sex is often as a furtive behaviour. The socio-sexual 
environment is often inappropriate in that privacy rarely exists and staff may be 
unwilling to provide appropriate opportunities for sexual experience (Coleman and 
Murphy, 1980; Heshusius, 1982), with designated private places often accessed 
regularly by staff (Thompson, 1997).
□  Unacceptable sexual behaviour is often dealt with inappropriately from the 
beginning. The perpetrator is commonly initially desensitised by the behaviour being 
ignored or receiving minor consequences, and then unexpectedly receives severe 
punishment as a certain line is crossed, with little explanation or re-education at either 
stage. Therefore no opportunity to learn or understand the seriousness of the offence is 
provided (Swanson and Garwiek, 1990).
□  The lack of personal power experienced by people with learning disabilities may lead 
those showing unacceptable sexual behaviour to see themselves as a Victim of 
uncontrollable sexual urges' (Hames, 1993). This is part of a wider picture of clients 
seeing themselves as having no control over themselves as they often have little control 
over their environment. Carers may also see them in this role and place low 
expectations upon them.
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□  Sexual offenders with learning disabilities often live in close proximity to vulnerable 
people, i.e. others with learning disabilities, and therefore have greater opportunity to 
offend wittingly or unwittingly. They may also be underemployed and underoccupied 
during leisure time (O’Connor, 1996). Demetral (1994) found 97% of a population of 
51 sexual offenders committed their offence with a minor who was consistently 
available during the ‘dead-time' available due to having no daytime occupation.
Other authors have investigated other characteristics of sex offenders with learning 
disabilities. Cognitive distortions have been found in the learning disabled sex offender 
similar to those found in the general population of sex offenders. Caparulo, Comte, 
Grafgen et ah (1988) found a tendency to blame the victim, that stereotypic myths 
about women existed and responses were characterised by denial and minimisation. 
Murphy, Coleman and Haynes (1983) found that myths around rape, sexual 
stereotyping, sexual conservatism and the acceptance of interpersonal violence against 
women were negatively correlated to IQ. They suggested these attitudes may build up 
through the misinformation people with learning disabilities receive about sex and 
relationships often through the media. However, all subjects were reported to be most 
likely functioning in the borderline range of intellectual ability at lowest and the results 
may not be applicable to more severely disabled populations.
Day (1994) examined clinical, social and family characteristics from case records. He 
found histories of high levels of family psychopathology and poor school adjustment. 
Winter, Holland and Collins (1997) supported findings associated with adverse social 
circumstances, family forensic history and childhood behaviour problems in offenders 
(not just sexual offences) with self-reported learning disabilities. However, on 
assessment, only two of the 70 subjects had a full scale IQ below 70. In contrast, Gilby, 
Wolf and Goldberg (1989) found unacceptable sexual behaviour in those with learning 
disabilities in the absence of family stressors and Hames (1987) found no evidence in
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five sex offenders with learning disabilities for family dysfunction, but three did have 
strong negative feelings towards particular family members.
Day (1994) also found high levels of psychiatric problems, behavioural disturbance and 
other delinquent or criminal behaviour, the presence of small but noticeable physical 
disabilities and the presence of organic brain damage in people with learning disabilities 
who had committed sexual offences. However, the lack of control group makes 
interpretation difficult.
The presence of Klinefelter’s syndrome (Hummel, Ashoff, Blessman and Anders, 1993) 
and temporal lobe epilepsy (Lishman, 1987) have been associated with increased risk of 
sexual offending, but there is no direct evidence for this in the learning disabled 
population.
5.1.6. Theories of Sexual Offending
5.7.6.1. People without learning disabilities
There have been a number of theories of sexual offending developed in the population 
of sexual offenders without a learning disability. Some have been global theories of sex 
offending and some have been developed for specific types of offence, mainly rape and 
paedophilia, but some theories of exhibitionism and voyeurism have been considered 
(Lanyon, 1991). These will be examined in terms of their relevance and usefulness in 
contributing to the explanation of this behaviour in those with learning disabilities
Perkins (1991) amalgamates a number of researchers’ theories on the motivation for 
rape and other sexually aggressive offences into 4 main types.
compensatory/sexual: the motivation is primarily sexual, seeking gratification from the
victim and usually only using as much force as is necessary to achieve this. These
327
offenders typically have socio/sexual relationship difficulties making normal sexual 
relationships difficult to achieve. This would seem particularly relevant for sexual 
offenders with learning disabilities, in light of their deficits in relationships and social 
skills.
displaced aggression: the motivation is anger or hatred, sex being a means of hurting 
or degrading the victim. More force than necessary is used and a particular type of 
victim may be selected. Histories of poor relationships with women are common and 
conflicts with females in their lives may precipitate offending.
sadistic: the offender derives sexual satisfaction by inflicting pain. More violence than 
necessary is typically used, and the offender will appear cold and deliberate.
Although the increased prevalence of a history of sexual abuse, a lack of intimacy and 
the existence of negative and aggressive attitudes towards women seen in people with 
learning disabilities, may potentiate towards aggression, the reduced prevalence of 
violence and aggression in the sexual offending of people with learning disabilities 
suggests that the aggressive and sadistic motivations may be less likely in this 
population. Poor relationship skills might suggest that relationships and therefore 
conflicts with women are also unlikely.
impulsive/opportunistic: histories of antisocial behaviour and generally impulsive and 
delinquent lifestyles are typical. Sex offences may be committed in the course of some 
other offence e.g. burglary. This category may be relevant to those with learning 
disabilities, in that the lack of specificity for victim in this population suggests a more 
opportunistic style.
McGuire, Carlisle and Young (1965) propose that sexual deviations develop through
respondent conditioning. Not from a single traumatic experience, but through the
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subsequent masturbation to the memory of a single influential incident. Thus, the 
behaviour is paired with sexual arousal. Little research has been conducted into sexual 
arousal in sex offenders with learning disabilities, although it has been noted by 
Murphy, Coleman and Haynes (1983).
A number of multi-factor models have been proposed. Perhaps the most influential of 
which, in understanding sexual abuse, is the model of Finkelhor (1984), although it 
relates mainly to child abuse. He suggested two basic dimensions:- the strength of the 
abuser's motivation to have sex with children and the exclusivity of the abuser's 
sexuality towards children. He outlined four preconditions which need to exist for child 
sexual abuse to occur;
♦ the appropriate motivation must exist, i.e. the abuse satisfies an emotional 
need, the child is a source of sexual arousal or gratification and alternative sources are 
blocked or inhibited,
♦ internal inhibitions need to be overcome i.e. mental health problems, 
alcohol, social toleration, weak criminal sanctions
♦ external inhibition needs to be overcome e.g unusual sleeping condition
♦ the child’s resistance must be overcome, e.g. coercion, emotionally insecure 
child, trust situation between child and abuser
There are a number of ways in which this model is applicable to those with learning
disabilities, in terms of the abuse of less able clients or children. As suggested
previously, alternative, appropriate sources of sexual satisfaction may be blocked for a
number of reasons, e.g. staff attitude, skill deficits, lack of opportunity. Although the
use of alcohol is rare, mental health problems exist at a high rate in this population
(Matson, Dettling and Senatore, 1994). Also, the toleration of the behaviour within
services and the inconsistent messages concerning the acceptability of the behaviour
may all contribute to lowering internal inhibitions. Although, external inhibitions would
seem mainly to be high, e.g. staff attitudes, there may be opportunities available in
329
terms of the often low levels of occupation (O’Connor, 1996) and shared sleeping 
conditions. However, it seems unlikely that sophisticated coercion would occur in this 
population given their intellectual limitations.
Marshall and Barbaree (1990) proposed a model which tries to link biological, early 
childhood development, socio-cultural and situational factors. However, it only relates 
to sexually aggressive behaviour and may therefore only apply to a small proportion of 
those with learning disabilities. They suggested that biological factors predispose males 
towards sexual aggression, which needs to be overcome by socialisation and therefore 
risk of offending increases through poor parenting, and secondarily through negative 
socio-cultural attitudes, use of pornography, etc. and situational disinhibitors. As 
discussed, poor parenting, negative socio-cultural attitudes and situational disinhibitors 
may be particularly relevant issues for those with learning disabilities.
5.1.6.2. People with learning disabilities
Some authors have generated hypotheses concerning the development of sexual 
offending behaviour specific to the learning disabled population. Roach (1994) draws 
attention to the likelihood that people with learning disabilities show sexual behaviour 
for non-sexual reasons and the behaviour may simply be maintained by its 
consequences, and be motivated to achieve social contact (attention) from staff, a 
tangible reward, e.g. a cup of tea, which may be provided as a distracter, or to avoid 
having to undertake or complete a task. It may also be a means of self-stimulation in an 
unstimulating environment or when other means of stimulation are blocked, for 
example, by communication or social difficulties, poor adaptive skills, mobility 
problems, etc.
Hayes (1991) suggested that sexual involvement of a person with learning disabilities
with a child may be a matter of curiosity and exploration, displayed by those at a
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certain developmental level, rather than motivated by sexual arousal. A desire to 
interact with younger children of the same developmental or functional level may lead 
to increased opportunities for abuse (Hames, 1987). Incomplete psychosexual 
development may contribute to the lack of specificity between men and women or 
adults and children, seen in the offending behaviour. It is important not to use this 
explanation for all sex offenders with learning disabilities, as it is clear that some have a 
specific sexual interest in children (Murphy, Coleman and Abel, 1983; Hayes, 1991).
Little application has been made of psychodynamic theories to those with learning 
disabilities, although, Clare (1993) suggested that the abuse may be an expression of 
the inner conflict experienced due to the presence of a learning disability. Verbenne 
(1990) proposed that delayed psychological development may lead to psychosis due to 
the strain, and the internal stress may be managed by displaying behaviours driven by 
sexual desires. Alternatively, Fried (1986) decided the ‘highly seductive, controlling 
and rejecting maternal figure in the absence of a solidifying paternal figure’ produces a 
‘massive fixation in the area of psychosexual development’ (p.l) for the individual, 
again, highlighting the role of parenting.
5.1.7. Research into Personality Characteristics of those who show Unacceptable 
Sexual Behaviour
5.7.7.1 People without learning disabilities
Research into personality is one aspect of the understanding of those who offend 
sexually. Much research has been conducted into the personality of those without 
learning disabilities who sexually offend.
A review by Levin and Stava (1987) (36 studies) revealed that most research
conducted with sex offenders without learning disabilities has used the Minnesota
Multiphasic Personality Inventory (MMPI; Dahlstrom, Welsh and Dahlstrom, 1972).
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This is the most widely used personality inventory and has generated much research. It 
consists of 550 statements to which the respondent may answer ‘true’, ‘false’ or 
‘cannot say’. It has ten clinical scales (hypochondriasis, Hs; depression, D; hysteria, 
Hy; psychopathic deviate, Pd; masculinity-femininity, Mf; paranoia, Pa; psychasthenia, 
Pt; schizophrenia, Sc; hypomania, Ma and social intraversion, Si) and three validity 
scales (lie score, L; validity score, F; correction score, K). Levin and Stava (1987) 
noted that the MMPI was developed as a measure of psychopathology rather than a 
personality inventory, and as such, is an unsuitable tool for much of the research in 
which it has been used. There are also problems with the reliability of some scales and 
the adequacy of the normative sample (Anastasi, 1990).
Most findings are negative and inconsistent. One of the main ways of using the MMPI 
has been to investigate personality differences between those showing different types of 
offence. Most studies have not controlled for history of institutionalisation or exposure 
to the legal system and few considered the age and sex of the victims of paedophiles. 
These factors may well influence or be influenced by the personality of the offender. 
Offenders may also display more than one type of behaviour, but allocation to type may 
be based on one offence. These problems will lead to heterogeneous groups which may 
not explain any patterns or lack of patterns found. For example, Quinsey, Arnold and 
Pruesse (1980) found little difference between the personality profiles of those 
remanded for murder, rape, arson, child molestation or property offences although age 
on admission and previous conviction history discriminated between groups. This 
suggests that greater definition of the characteristics of the offender and the offence 
need to be taken into account e.g. types of paedophiles and rapist.
Levin and Stava (1987) concluded there is some evidence to suggest a higher 
Schizophrenia (Sc) profile on the MMPI with forceful paedophiles and a similarity 
between rapists and forceful paedophiles. They also found that paedophiles may have
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religious tendencies and that exhibitionists may have less pathology, but little has been 
found in the way of personality profiles for this latter group.
A study by Moncrieff and Pearson (1979) investigated personality differences between 
assaultive and non-assaultive exhibitionists and voyeurs. They found different profiles 
on the MMPI. The assaultive group had profiles scoring higher on psychopathy, 
schizophrenia and mania (Pd, Sc, Ma) and the non-assaultive group scored higher on 
schizophrenia, depression and psychopathy (Sc, D, Pd), thereby differing on a 
mania-depression continuum. They recommended the assessment of newly arrested 
exhibitionists or voyeurs to predict their potential for assault.
They also draw some conclusions from the literature on studies using measures other 
than the MMPI. Rapists and paedophiles may be guilt-ridden, rapists and heterosexual 
paedophiles seem to be self-abasing and inhibit aggression, and homosexual 
paedophiles establish mutually dependent relationships. Methodological problems 
include the fact that much research is conducted in correctional settings and may reflect 
only the experience of those in this setting. Also, subjects may be trying to create a 
reformed impression by their responses in these settings. They recommend testing in 
the community with guaranteed confidentiality.
5_J. 7.2. People with learning disabilities
Very little research has been conducted in this area with people with learning 
disabilities, probably due to the infancy of the research to date.
Murphy, Coleman and Haynes (1983) suggested sex offenders with learning disabilities
may show impulsive behaviour and poor judgement. Day (1994) and Caparulo, Comte,
Grafgen et al. (1988) both also note poor impulse control in their descriptions,
suggesting that the impulsive/opportunistic motivation outlined by Perkins (1991) may
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be relevant to some sex offenders with learning disabilities. Low self-worth, low 
self-esteem, confused self-concept, egocentricity and a lack of empathy have also been 
highlighted (Caparulo, Comte, Grafgen etal ,  1988; Hingsburger, 1987).
Day (1994) conducted a factor analysis on the data he collected. He identified two 
distinct types of learning disabled sex offender. The first group, the ‘sex offences only’ 
group, exhibited a low prevalence of psychosocial pathology and were less likely to 
show brain damage, behaviour problems or residential placement difficulties. They 
were shy, immature, with little sexual experience. They showed high recidivism as 
defined by number of offences, but the offences tended to be minor and convictions 
rare. Day describes their offences as ‘crude attempts to fulfil normal sexual impulses in 
the context of poor adaptive skills, sexual naivety and social ineptness5 (p.637). This 
type seems to relate to the compensatory/sexual motivation for sex offending outlined 
by Perkins (1991). The second group, showing ‘sexual and other offences’, exhibited 
high sociopathy, prevalence of psychosocial deprivation, brain damage and histories of 
antisocial behaviour. Their behaviour indicated under-socialisation, poor parenting and 
poor impulse control. Day suggests this group were more likely to become persistent 
sex offenders and commit serious offences. This type seems to relate to the 
impulsive/opportunistic type outlined by Perkins (1991).
5,1.8. Q-Methodology in Personality Assessment
Little research has been highlighted using Q-sort methodology in personality
assessment of sex offenders in the non-learning disabled population. However,
Andersen, Kunce and Rich (1979) used a Q-factor analysis on the MMPI. They found
three personality types among offenders (rapists, paedophiles, incest), one was termed
the F, Sc (F scale, Schizophrenia) type, the second was the Pd, Ma (Psychopathic
deviate, Mania) type and the third was the D, Pd (Depression, Psychopathic Deviate)
type. The F scale suggests scoring error, careless responding, gross eccentricity or
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deliberate malingering. The F, Sc type showed social and vocational maladjustment, 
indicating low social intelligence, and showed more signs of emotional disturbance in 
terms of anxiety, depression and suspiciousness. The Pd, Ma type showed less 
background and current maladjustment, but were more likely to receive a psychiatric 
diagnosis. The D, Pd type were older, less well educated and presented well but were 
socially maladjusted, e.g. alcohol misuse and high recidivism. They found no clear 
relation to offence type, although the F, Sc type were more likely to degrade the victim 
in some way.
One study uses Q-sort methodology with a learning disabled population, although not 
with sex offenders. Curfs, Hoondert, van Lieshout and Fryns (1995) investigated the 
personality characteristics, as measured by the California Child Q-set (Block and 
Block, 1980), of a group of 28 children (mean age 11 years, 11 months) with 
Prader-Willi Syndrome (PWS) and an age and gender matched control without learning 
disabilities. They used an aggregate score from father and mother ratings on the CCQ 
and compared groups on the differences on 8 personality dimensions (extraversion, 
agreeableness, conscientiousness, openness, emotional stability, motor activity, 
irritability and dependency). They also studied individual differences within the PWS 
group on gender, age, IQ and the presence or absence of a chromosomal deletion 
related to PWS. They showed those with PWS were less agreeable, conscientious, and 
physically active, and more irritable, immature and dependent than the control group. 
Females with PWS were also less emotionally stable and open. In the PWS group, 
there was no relationship between age or chromosomal deletion and personality, but 
higher levels of openness, extraversion and motor activity were related to higher levels 
of IQ. This study demonstrated the usefulness of this methodology and personality 
dimensions within the learning disabled population.
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5.1.9. Assessment of Sexual Offending Behaviour
There seems to have been little research effort into the assessment o f sex offenders 
with learning disabilities, most concentrating on intervention. However, appropriate 
assessment is required in order to determine appropriate intervention since sex 
offenders with learning disabilities are emerging as a heterogeneous group.
Assessment needs to be comprehensive and multidisciplinary (Hames, 1993; Clare, 
1993). O’Connor (1996) outlines a comprehensive assessment procedure 
encompassing: internal control, level of sexual knowledge, sexual preferences and 
arousal patterns, cognitive distortions, chain of events that lead to an offence, the skills 
possessed by the individual to control the behaviour; external control, the level and 
form of supervision to ensure safe community access; social/environmental factors, the 
quality of the current social environment in terms of opportunities for appropriate 
relationships, staff attitudes and responses to sexual behaviour and the general level of 
personal power the individual has in the environment. Assessment of the individual’s 
level of intimacy, attachment and loneliness may also be important; biological/medical 
factors, medical, psychiatric and organic. She recommends various means of gathering 
data including: interview, standard assessment scales, behavioural analysis, assessment 
of social and sexual knowledge and assessment of deviant arousal.
Clare (1993) outlines four areas of impaired intellectual functioning which are likely to
limit the applicability of some assessment methods. These are: poor memory,
acquiescent and suggestible responding, reading difficulties and problems
understanding complex language and concepts and difficulty in discrimination
responses. Few instruments are available for the measurement or assessment of this
behaviour which are appropriate for this client group, although, the Social Skills
Inventory (Spence, 1980) and the ‘Not a Child Anymore’ assessment of sexual
knowledge (Brook Advisory Centre, 1987) may be used as appropriate. Burt (1980)
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has developed scales for assessing attitudes toward women and sexuality, but the 
complexity of some of these instruments and the level of verbal skill required, may 
make application to those with learning disabilities difficult (Charman and Clare, 1992). 
Clare (1993) suggests Beckett (1992) has developed a usefiil method for assessing 
attitudes in this population. Observation may be useful, but time consuming. 
Information may need to be gleaned from staff, due to the inaccuracy of self-report 
(O’Connor, 1996) but this may also be unreliable, given the commonly high rates of 
staff turnover. Applied behaviour analysis may be useful for establishing the function of 
the behaviour for the client and the chain of events leading to an incident.
Sexual interest, including physiological arousal and sexual fantasies may be assessed 
using a penile plethysmograph. This is an instrument attached around the penis which 
measures changes in tension as an individual is presented with various stimulus 
material, to assess the source of sexual arousal. However, it can yield unreliable results 
since the individual needs to be relaxed. This may be especially difficult with people 
with learning disabilities due to their often conservative attitudes to sexuality and the 
belief that masturbation is wrong (O’Connor, 1996), they may also have difficulty 
recognising the stimulus material (Clare, 1993). Prior training in relaxation and 
stimulus material may be necessary to increase reliability. Eliciting information on 
sexual thoughts and fantasies may be difficult in that those with learning disabilities 
generally find this level of abstract thinking difficult (Swanson and Garwick, 1990). 
Medication may be another source of bias as this may interfere with arousal (Clare, 
1993).
Demetrai (1994) outlines the use of an ECOMAP in order to detect 'counterfeit 
deviance' i.e. topographically deviant behaviour which is found to be a result of other 
factors in the environment. It provides a map of the social systems in the person’s life 
and their relationship to them.
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5. /. 9,7 Assessment o f risk
Although assessment may provide information relevant to the understanding of the 
offence, it will not provide information as to whether the person will reoffend (Hames, 
1993). Fisher and Thornton (1993) warn that it cannot be assumed that a sex offender 
will offend at a high or low rate and therefore distinguishing between high and low risk 
is critical. They also state that no category of sex offence can be assumed to present no 
risk of reoffence.
Little systematic research has investigated risk assessment in people with learning 
disabilities. Barlow (1997) outlines a single case where a risk assessment was used and 
useful in intervention and management planning. RESPOND is a charitable 
organisation who run group work, individual therapy, consultation and training with 
victims and perpetrators of sexual abuse. They will also conduct risk assessments in 
this population.
In the non-learning disabled population, some personality factors have been highlighted 
as risk factors for re-offending (Fisher and Thornton, 1993). Prentky (1991) found 
rapists with high levels of lifestyle impulsivity, characterised by disorganisation, 
irresponsibility and poor impulse control, were more likely to be reconvicted for sexual 
offences than non-sexual offences, than those with low impulsivity. Hare, Hart and 
Harpur (1991) found that those who scored highly on their Psychopathy Checklist 
were described as glib, arrogant, lacking in remorse and deceitful, again with a history 
of impulsive and irresponsible behaviour. They found a high psychopathy score was a 
good predictor of reconviction for violent sexual offences. However, this may reflect a 
risk for recapture rather than reoffending since those who have an impulsive lifestyle 
may be less likely to evade capture, but no more likely to offend more often than 
non-impulsive sex offenders.
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Other risk factors include the offence type, in that incest has the least risk of 
reconviction, followed by child offences and then exhibitionism; previous convictions, 
in terms of those who have previous convictions, whether for sexual offences or other 
behaviour, are at greater risk of reoffending; and dropping out of treatment. A high 
number of victims, more than one type of offending, the age of the victim and the use 
of force also need to be taken into account when assessing risk. Youth and previous 
convictions for non-sexual assault are risk factors for child rape.
5.1.10. Service Responses
Recent research into service responses to this behaviour suggest they are 
unsatisfactory. The behaviour of perpetrators with learning disabilities is too often 
minimised and tends to be dealt with 'in-house' with no professional, criminal or 
legislative input (Brown and Stein, 1997). Brown, Stein and Turk (1995) investigated 
the sexual abuse of those with learning disabilities in a 4 year survey. Police 
involvement occurred in 42% of all cases, but in only a third of cases involving 
perpetrators with learning disabilities. Action was taken in only 44% of all cases, with 
only 11% of cases perpetrated by those with learning disabilities being investigated 
with a view to prosecution. Thompson (1997) found no consequences were received as 
a result of the behaviour in 16% of cases he studied and less than a third were reported 
to the police. Very little treatment was provided for the offenders and risk was 
mismanaged. The most common response was verbal reprimand, with withdrawal of 
privileges, e.g. cigarettes. Less than half received education, therapy or counselling. 
Sexual suppressant medication was prescribed or increased for 5 out of 75 abusers. 
Other responses included prevention of access to specific victims through supervision 
or change of service.
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Thompson (1997) found that the service response to learning disabled perpetrators of 
sexual abuse depended more on the type of victim than the type and seriousness of the 
behaviour shown. Despite being the most frequently and seriously abused group, only 
11% of cases against victims with learning disabilities were reported to the police. 
Likewise, no cases of abuse against staff members were reported to the police. This 
was compared with rates of 73% for offences against children and 100% for offences 
against strangers. However, this must take into account the fact that some of the cases 
against children and strangers would only be known about through police involvement. 
Victim type also influenced the likelihood of hospital detainment via the Mental Health 
Act (1983), with 80% of these cases involving the abuse of children. Female staff 
emerged as the most disadvantaged in terms of having to continue working with the 
offender, i.e. 82%. Thompson (1997) summarised that precisely those with the most 
contact with the offender, i.e. those with learning disabilities and female staff, received 
the least protection and suggested services were failing in their duty to protect these 
victims. This research suggests that those with learning disabilities are undervalued, but 
also indicates the difficulties inherent in gaining accurate reports of incidents from 
those with learning disabilities.
Brown and Thompson (1997) found that detailed recording of the behaviour was poor 
and where offences were recorded they were held at the more informal end of the 
system. Where care plans were in place, which was rare, they often failed to address 
the sexual behaviour. Consistency and continuity across services was poor and levels of 
supervision were poorly defined. There is clearly a need for services to target responses 
and intervention more appropriately for men or women with learning disabilities who 
show unacceptable sexual behaviour. Brown and Stein (1997) propose that the 
behaviour shown by these men needs to be fully taken into account in placements and 
contracts, being seen as serious acts on a continuum of sexually abusive behaviour and 
that accurate documentation is essential.
340
5.1.X 1. Treatment
There are a wide range of possible interventions for those with learning disabilities who 
show unacceptable sexual behaviour. Increased understanding of the characteristics, 
including personality, of the learning disabled sex offender will enable interventions to 
be targeted more appropriately towards each individual. Since intervention is not the 
main focus of the current study, an overview of the intervention literature will be 
provided.
5.7.11. /. Ethical Issues
There are a number of ethical issues related to intervention and treatment in this area. 
Short (1996) summarises some of the considerations concerning confidentiality. She 
suggests it is important for professionals to respect a limited degree of confidentiality 
for all individuals, whilst ensuring inter-disciplinary communication and co-operation is 
not compromised. She draws attention to the need for national procedural guidelines, 
and staff training and supervision.
Issues of consent are important with regard to treatment. Thompson and Brown (1997) 
suggest potential discrimination in the application of aversive treatments and 
medication to men with learning disabilities. This may have particular dangers attached, 
in that those with learning disabilities may not be able to reliably report side effects of 
medication (O'Connor, 1997). Thompson and Brown (1997) suggest the legal system 
fails to intervene effectively when this behaviour is shown, which, whilst seemingly 
beneficial to the offenders, deprives them of statutory review bodies and the right for 
unsubstantiated claims to be questioned. Noonan and Bickel (1981) also assert that 
researchers have a greater responsibility to ensure subjects’ rights to informed consent 
are not violated, particularly when investigating a new treatment.
341
The notion of informed consent is difficult in this client group. They may have difficulty 
understanding the options for intervention, the treatment process and the long-term 
consequences. They may also be more likely to agree to treatment due to a desire to 
please and their higher levels of suggestibility, which may also lead them to believe 
consent may help any legal case (O'Connor, 1997).
Griffiths, Quinsey and Hingsburger (1989) outline guidelines for obtaining consent to 
treatment. However, Thompson and Brown (1997) question how this was achieved for 
the less able men in the study. If the client is not able to give consent, it should be 
sought from a parent or carer. It is good practice to involve ethics committees, which 
include a representative of people with learning disabilities e.g a parent or a member of 
Mencap (Clare, 1994).
5.7.7 7.2. Direct Interventions
The role of respondent conditioning in the acquisition of deviant sexual preferences
dominated the intervention literature up to the early 1980s, but has had limited
application to those with learning disabilities. These techniques aim at elimination of
deviant sexual arousal or behaviour without reinforcing appropriate behaviour and
some of these techniques have come to be considered unethical in the current climate
of non-aversive intervention (LaVigna and Donnellan, 1986). More recently, focus has
been on the development of self-management rather than elimination of deviant
behaviour, with the application of relapse prevention models to those without learning
disabilities showing sexual offending behaviour (Pithers, Marques, Gibur and Marlatt,
1983). No work on self-control techniques has yet been published for those with
learning disabilities who show unacceptable sexual behaviour. The development of
applied behaviour analysis in work with those with learning disabilities has prompted a
more individually tailored approach. Quinsey (1977) reported that treatment
programmes to reduce or eliminate unacceptable sexual behaviour are more likely to
342
succeed if appropriate sociosexual behaviour is also encouraged. Cullen (1991) also 
advocates the use of constructional approaches rather than pathological ones 
(Goldiamond, 1974), leading to interventions based on skill building.
Overall, there is little outcome data for this population and little is known about the 
long-term effectiveness of any intervention (Clare, 1993).
5.1.11.3. Methods to reduce unacceptable behaviour
Covert sensitisation was developed by Cautela (1967) and refined by Salter (1988) and 
involves the offender imagining a scene of relevance to the offending followed by some 
unpleasant consequence, for example, going to jail, vomit. Kolvin (1967) used this 
technique successfully with a 14 year old boy with learning disabilities who would put 
his hand under women's skirts, using images of falling or looking from a height. Clare
(1994) suggests using photographs of the subjectively most unpleasant consequence to 
increase the salience of an unpleasant consequence to those with learning disabilities.
Aversion therapy: stimulus material depicting offence related imagery or prompting 
offence related thoughts is paired with unpleasant consequences, e.g. shock, unpleasant 
smells or tastes. Only the use of electric shock has been described with those with 
learning disabilities (Fookes, 1960; Rosenthal, 1973; Murphy, Coleman and Haynes, 
1983) to good effect. However, this would not be considered currently as an 
appropriate intervention.
Operant Techniques. Foxx, Bittle, Bechtel and Livesay (1986), reviewed the
behavioural literature between 1960 and 1982, and outline a number of studies showing
the effectiveness of operant techniques in reducing undesirable sexual behaviours in
people with learning disabilities. Punishment procedures (contingent shock, facial
screening, squirt of lemon juice in the mouth, overcorrection), differential
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reinforcement of other more appropriate behaviour, relaxation training and instruction 
have been shown to be effective in reducing or eliminating exhibitionism, fetishism, 
public masturbation and paedophilia.
Foxx, Bittle, Bechtel and Livesay (1986) summarised that although results were 
favourable and follow-up was generally good, many lacked scientific rigour and 
generalisation was unsatisfactory. They also criticised the lack of training of 
appropriate alternatives and point out the ‘ethical indefensibility of punishing a 
response without training an alternative, appropriate response.’ (p.312).
Anti-TAbidinal Medication The most common drugs which may be prescribed are 
major tranquillisers (Benperidol), MPA (medroxyprogesterone) and CPA (cyproterone 
acetate; Androcur). CPA is preferred since it has a specific antiandrogenic effect and 
fewer side effects (Clarke, 1989) and is the drug of choice in the UK (Cooper, 1995). 
However, antilibidinal drugs will alter the intensity of a sexual drive, but not its 
direction. Therefore, conceivably, a rapist may still attempt to rape but not achieve an 
erection. The efficacy of this intervention is consequently debatable (Clarke, 1989) and 
few controlled studies have been conducted (Thompson and Brown, 1997).
Cooper (1995) showed the drugs MPA and CPA decreased sexual tension, fantasies, 
preoccupation and masturbation frequency and reconviction rates (ten percent of their 
sample of 900 individuals were likely to have had a learning disability). Myers (1991) 
described treatment of a 21 year old man with a borderline learning disability and an 8 
year history of paedophilia. There was a complete suppression of sexual drive over a 
46 month period. This study is ethically suspect in that no alternative treatments were 
provided and a goal of complete suppression of sexual drive, rather than a change in its 
direction, is questionable.
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Clarke (1989) and Cooper (1995) both suggest medication may be useful in 
conjunction with psychotherapy or in the short term whilst other techniques are 
underway.
5.1.11.4. Increasing Desirable Behaviours
Orgasmic reconditioning was developed by Marquis (1970). The offender replaces 
offence related fantasies with non-offence related fantasies whilst masturbating. It may 
be used in conjunction with masturbatory satiation, wherein the offender continues to 
masturbate to deviant imagery following orgasm. Murphy, Coleman and Haynes (1983) 
report success with this technique with sex offenders with learning disabilities. These 
techniques may have limited applicability to those with learning disabilities since 
success is difficult to measure given the private nature of arousal and the difficulty 
knowing if an individual is using the strategy or not.
Social/sexual skills training'. Social/sexual skills training has been proposed by a 
number of authors for those with learning disabilities who show unacceptable sexual 
behaviour (Schilling and Schinke, 1988; Hames, 1993; Clare, 1994; Day, 1991; Gilby, 
Wolf and Goldberg, 1989).
Improvements in sexual knowledge have been shown in people with mild to moderate 
learning disabilities, who do not show unacceptable sexual behaviour, following sex 
education programmes (Lindsay, Bellshaw, Culross et ah, 1992; Foxx, McMorrow, 
Storey and Rogers, 1984).
It is important for offenders to understand the laws related to sexual behaviour
(Hames, 1993). Charman and Clare (1992) conducted an education group on this topic
with 6 men with mild learning disabilities detained for sexual offences. It was not
possible to evaluate the group with any reliability or validity, since the standard
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questionnaires for evaluation were neither relevant or clearly understood by all 
participants, and one they devised had questions too complex once efforts had been 
made to avoid acquiescence. The aim of training these skills to increase understanding 
of consent is questionable in that the behaviour may not easily be explained by deficits 
in this area (Charman and Clare, 1992).
The approach may be criticised in that generalisation often may not occur outside the 
training setting, e.g. into the community, and that such a blanket approach will not 
establish and train specific individual skills for each offender (Perkins, 1991). This is 
particularly important when considering a population of offenders with learning 
disabilities. Also, this method concentrates is on social performance whilst social 
perception, cognition and motivation are ignored (Clare, 1994). It is important to note 
that people with learning disabilities may pick up teaching by rote and have little 
understanding of meaning (Gilby, Wolf and Goldberg, 1989), which may produce good 
outcome results, but little ‘real’ change.
Thompson and Brown (1997) draw caution to training skills with the intent of 
facilitating the acquirement of female partners. It is simplistic to view a clear causal 
path for lack of sexual partner and offence behaviour and the partners may be 
vulnerable (Clare, 1993).
Group therapy: Swanson and Garwick (1990) have described a successful group
therapy programme for sex offenders with mild and borderline learning disabilities.
They report that participants demonstrated a high rate of goal attainment toward
becoming non-offenders, although on closer inspection, they were barely attaining
goals. They also report a 40% recidivism rate for reoffending and a 13% rate of
rearrest, which was comparable to a 10% rearrest rate for clients without learning
disabilities (Knopp, 1984). However, these were not comparable samples and although
the authors suggest the rate is infrequent, they provide no comparable bench mark.
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Token economies. Individual therapy and Family therapy have been advocated but no 
outcome studies are available.
Environmental intervention'. The importance of this aspect is often overlooked. 
O’Connor (1997) advocates an environmental perspective which is consistent with the 
relapse prevention model and applied behaviour analysis. She suggests greater 
emphasis on extrapersonal factors and draws attention to the need for a supportive 
social network. Day (1988) found that successful outcome in offenders with learning 
disabilities (including a group of sex offenders) was related to stable residential 
placement, regular occupation and supervision and community support. Hames (1993) 
also advocates an increase in opportunities for meeting others in order to develop 
normal peer and sexual relationships. O’Connor (1996) recognises that the provision of 
environmental support is not an easy issue and suggests the case management system. 
However, as shown by Brown and Thompson (1997), the case management system is 
currently not always fulfilling this role.
O’Connor (1997) describes a successful intervention with a 22 year old man with a 
mild learning disability who had committed a number of offences against children. 
Intervention involved individual and group cognitive behaviour therapy, literacy tuition, 
basketball, bowling, pottery classes, and community access. O’Connor (1996) outlined 
a multicomponent intervention, including an environmental component, for 13 males 
with mild learning disabilities living in community and secure settings. Outcome was 
generally positive in terms of reduced supervision, increased community access, and 
increased level of community residential living, although re-offending was difficult to 
assess due to close supervision.
Multicomponent approaches: It is generally accepted that intervention needs to be
multicomponent and based on a full analysis of the behaviour. A number of
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multicomponent interventions have been evaluated (Day, 1988; Wright, Herzog and 
Seymour, 1992; Griffiths, Quinsey and Hingsburger, 1989; Haaven, Little and 
Petre-Miller, 1990; Lund, 1992). These have shown good results in terms of outcome 
and follow-up, although sometimes the follow-up may be hard to evaluate due to the 
levels of supervision provided for the sample (Griffith, Quinsey and Hingsburger, 1989) 
and recidivism rates have been hard to interpret (Haaven, Little and Petre-Miller, 
1990). However, it is difficult to see the effective components in these approaches and 
few studies have attempted to tease out the important aspects of treatment.
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5.2. THE PRESENT STUDY
The body of work on people with learning disabilities who show sexually offensive or 
unacceptable behaviour is in its infancy. A picture is emerging of the characteristics of 
the offender and their offence behaviour, although this is somewhat confused by 
definition, sample and methodological differences between studies. Little has been 
published on the assessment of this behaviour in this client group. Although more is 
available on appropriate intervention, much of this is recommended from work with 
offenders without a learning disability and has not been investigated fully in terms of its 
applicability to this population. Medical interventions have suspect efficacy and are 
open to abuse in this population. Those which have developed specifically for this 
population, i.e. behavioural techniques, have been shown to have limitations in terms of 
generalisation or suitability for application in the current climate of the ‘least restrictive 
alternative’ (LaVigna and Donnellan, 1986), leaving the majority of intervention 
literature concentrating on educational and skill building approaches, which are also 
subject to problematic generalisation and specificity to individuals.
Personality assessment in sex offenders without learning disabilities has a solid history 
and although typological research has been disappointing, given the amount generated, 
valuable insights have been produced into the motivation of those showing this 
behaviour.
The present study will investigate the personality characteristics of a sample of adults 
with learning disabilities who show unacceptable sexual behaviour. The sample will be 
drawn from an NHS Trust which provides residential accommodation for people with 
learning disabilities, and from a Social Services day centre.
The main assessment tool used in personality research with sex offenders in the general 
population is the MMPI, which seems inadequate to the task. The personality
assessment instrument to be used in this study, the common language version of the 
California Child Q-set (CLCCQ; Caspi, Block, Block et al., 1992), although not 
validated on people with learning disabilities, is chosen not only due to its potential for 
use with those with learning disabilities, as demonstrated by Curfs et al. (1995), but 
also as a more appropriate instrument than the MMPI for personality assessment in this 
group. That the inventory is completed by a respondent who knows the individual well, 
rather than the individual, not only avoids difficulties associated with responding due to 
the cognitive limitations in this client group, but also guards against the respondent bias 
due to the motivation or ‘faking good’ of the client. However, the method requires that 
respondents have detailed knowledge of the client, which may not always be possible. 
Also, some of the items addressing more covert aspects of personality may be difficult 
for respondents to assess in those with learning disabilities.
The present study aims to add to the extremely small body of knowledge concerning 
the personality of those showing unacceptable sexual behaviour who have learning 
disabilities, thereby adding to the overall body of knowledge of the characteristics of 
this client group. By using an assessment tool not frequently used with this population, 
it is hoped to add to the information available on useful assessment techniques. The 
study aims to investigate the role of personality characteristics in risk assessment in this 
group of offenders. Finally, those with differing personality characteristics are likely to 
benefit from differing interventions, therefore, the study aims to facilitate a discussion 
on the contribution an increased understanding of issues around personality may make 
to the targeting of appropriate interventions to individuals showing this undesirable 
behaviour.
The study will investigate the sample characteristics of those showing unacceptable 
sexual behaviour in terms of participant characteristics, offence characteristics and 
victim characteristics and the service responses to the behaviour. It will investigate the 
personality types which exist in this sample. Differences between those showing
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different types of unacceptable sexual behaviour, in terms of demographic variables, 
adaptive behaviour and personality, will be also investigated. Finally, the variables 
related to the risk of individuals showing behaviour directed towards a victim will be 
examined.
Previous research has shown little differentiation in personality when investigating 
offence type, in terms of rape, paedophilia, assault, etc. (Levin and Stava, 1987). 
Therefore, the present study chose to investigate perhaps the greatest differential in 
type, that of whether the behaviour directly involves a specific victim or not. It was 
hypothesised that this primary difference in behaviour will reveal personality differences 
between groups, as indicated in the study by Moncrieff and Pearson (1979), who found 
differences on the mania-depression continuum between assaultative and 
non-assaultative exhibitionists and voyeurs without learning disabilities.
Day (1994) isolated two types of offender, those showing other antisocial behaviour 
and other offences as well as unacceptable sexual behaviour and those showing 
unacceptable sexual behaviour only. Those showing aggressive behaviour seemed to 
show sexual offending as part of a generally impulsive and antisocial lifestyle and be 
more likely to show more severe behaviour, whereas those showing unacceptable 
sexual behaviour showed less severe behaviour and the behaviour seemed to function 
in a compensatory way in the context of poor adaptive and social skills. This study will 
investigate the role of aggression in the different types of unacceptable sexual 
behaviour investigated. It is expected that those showing more severe behaviour, i.e. 
those showing behaviour involving a victim, may be more likely to show greater levels 
of aggressive behaviour and higher levels of adaptive functioning.
Deficits in adaptive skills have been found in this group of offenders. As such, the role 
of adaptive functioning, as measured by the Functional Performance Record (Mulhall, 
1993), in the performance of unacceptable sexual behaviour is examined. Also, much of
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the intervention research suggests input regarding skill training. The present study 
therefore investigates differences in adaptive functioning across different types of 
unacceptable behaviour in order to assess the potential blanket approach of the 
intervention literature.
5X I  M ypoihem
If is hypothesised that, in terms of the characteristics of the sample, in line with 
previous research on those with learning disabilities who show unacceptable sexual 
behaviour, 1) the majority of the sample will be young males, 2) for those showing 
victim-focused behaviour, the majority of victims will be those with learning disabilities 
and staff, 3) little specificity will be shown for age, sex or type of victim, 4) little 
specificity will be shown for type of behaviour, with a large number showing more than 
one type of inappropriate behaviour and 5) the frequency of inappropriate sexual 
behaviour will be high, but few serious behaviours will be shown. 6) Service responses 
to those showing this behaviour are expected to be unsatisfactory in terms of police 
involvement, therapeutic involvement and occupation.
It is hypothesised that 7) there will be personality differences between those showing 
victim-focused behaviour and those showing non-victim-focused behaviour and 8) 
there will be differences in adaptive functioning between those showing victim-focused 
behaviour and those showing non-victim-focused behaviour. Also, 9) it is expected that 
those showing behaviour involving a victim, will be more likely to show aggressive 
behaviour.
Finally, it is hypothesised that 10) there will be differences in personality and adaptive 
functioning between those showing both non-victim-focused behaviour and 
victim-focused behaviour and those showing either victim-focused behaviour or 
non-victim-focused behaviour.
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5.3.1. Participants
The method of case finding is described in the procedure section. Forty-one 
participants took part in the study, aged between 21 and 79 years (x = 38.98; sd = 
12.56). There were 5 females and 36 males. Psychometric data on the level of 
intellectual functioning was only available for 8 participants and psychiatric diagnosis 
as to level of learning disability was available on file for a further 7 participants. No 
information could be obtained for the remaining participants. Information on the 
aetiology of learning disability was recorded for 23 (56.1%) participants. Thirteen 
(31.7%) were diagnosed as autistic, 3 had Down Syndrome (one of whom also had a 
diagnosis of Fragile X Syndrome) and 1 was mosaic for Down Syndrome, 1 had 
Klinefelter’s Syndrome, 2 suffered anoxia at birth (one of whom had ataxic cerebral 
palsy), 2 had suffered a head trauma and 1 had a rubella related disability. The 
aetiology of learning disability for the remaining 14 participants was either not 
documented or not known. Thirty (73.2%) participants were white, 4 (9.8%) were 
Caribbean, 4 (9.8%) were black of other unspecified origin, 1 (2.4%) was Indian and 
2 (4.9%) were unclassified. The sample was therefore predominantly white.
Thirty-nine participants were from health service provision and 2 were from social 
service provision. Sixteen (39%) participants were in health service residential 
accommodation allocated for those showing challenging behaviour, 7 (17.1%) of 
whom were living in semi-secure accommodation. Seventeen (41.5%) had spent no 
time in institutional care, 13 (31.7%) had spent between 11 and 30 years and 11 
(26.8%) had spent over 31 years in institutional care. Of those who spent time in 
hospital, the number of years ranged between 12 and 52. The mean number of years 
spent in hospital for the whole sample was 17.2 years (sd = 17.6). For those 
participants in healthcare provision (data was unavailable for those in social services
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care), the number of episodes of care, i.e. the number of times they had moved to a 
different accommodation, ranged from 1 to 6 (mode = 2). Twelve (29.3%) participants 
received daytime occupation in a health service unit for people showing challenging 
behaviour, 21 (51.2%) attended social education in a health service day care facility 
and 3 (7.3%) attended social education in a social services day centre, 5 (14.6%) 
participants were occupied or employed in outside activities or paid employment (i.e. 
garden unit, farm work, open employment).
Nine (22%) participants were diagnosed as currently suffering from epilepsy, a further 
3 (7.3%) as having had epilepsy in the past. Fourteen (34.1%) participants were on 
antiepileptic medication, although some of this may have been for behavioural control.
Three (7.3%) participants were on antidepressant medication, 24 (58.5%) participants 
were on antipsychotic medication (8 of these were on medication to combat side 
effects) and 14 (34.1%) were on medication for physical complaints. Seven (17.1%) 
participants were reported as having a diagnosable mental health problem currently, 
with one having a past mental health problem.
Seventeen participants (41.5%) were currently receiving input from the psychology 
department, with a further 21 (51.2%) having received input in the past. Fifteen 
(36.6%) were receiving a service from the speech and language department, 11 
(26.8%) participated in music therapy, 8 (19.5%) engaged in art therapy, 10 (24.4%) 
received aromatherapy and 3 (7.3%) received physiotherapy. In summary, 7 (17.1%) 
participants were currently receiving input from no services, 15 (36.6%) from one 
service, 10 (24.4%) from two services, 7 (17.1%) from three services and 2 (4.9%) 
from four services.
Details of each individual’s demographic variables are included in appendix 1.
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5.3.2. Procedure
Ethical approval was obtained from the Ethics committee of the NHS Trust for people 
with learning disabilities responsible for the residential, day care and therapeutic 
services for thirty-nine of the participants. Approval for those participants attending 
day care provided by Social Services was obtained. Participants were found initially by 
sending a letter, followed up by telephone calls, to all managers of residential houses 
within the Trust and to the Social Services day centre managers, asking for clients 
showing unacceptable sexual behaviour. Sixty-three clients were initially referred from 
the Trust houses and five from the day centres. Interviews were then conducted with 
managers or staff allocated by the manager, via telephone or in person asking for 
further details of the behaviour shown in order to establish whether they fit the criteria 
for inclusion in the study. The inclusion criteria were that the behaviour should 
conform to the definitions outlined below. No other criteria were stipulated.
Data gathering interviews were then arranged with keyworkers. These were conducted 
over a seven month period between the 21.1.97 and 21.8.97. Consent was obtained 
from keyworkers prior to participating in the study (appendix 2). Demographic data 
were obtained via staff and client notes using a demographic data gathering sheet 
(appendix 3) and a client information database held by the Trust.
Data for the length of time keyworkers had known their key clients was available for 
35 participants. Keyworkers had known the clients from between 4 months and 14 
years (x = 4 year 4 months) and had been keyworker for them for between 4 months 
and 7 years (x = 2 years 7 months) and therefore knew the clients well.
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Information was collected from respondents on the details of the unacceptable sexual 
behaviour shown. Sexual behaviour involving direct contact with others, was collected 
according a schedule of types adapted from those outlined by Conte (1991) (appendix 
4), including information on place and frequency. Behaviour was defined as in Table 
5.3.1 adapted from Brown and Turk (1992). Behaviour was divided into two groups. 
Vctim-focused behaviour was defined as that involving and identifiable victim, not 
necessarily involving physical contact. Non-victim-focused behaviour was defined as 
that not involving an identifiable victim. Participants showing one or more of these 
behaviours were eligible for the study.
T y p e  p f  B e h a y io u r D e s c r ip t io n
V ic tim -fo c u se d  b e h a v io u r :  
in v o lv in g  p h y s ic a l  c o n ta c t
V ic tim -fo c u se d  b e h a v io u r :  
n o t in v o lv in g  p h y s ic a l  
c o n ta c t
N o n -v ic tim -fo c u se d
b e h a v io u r
T o u c h  (a c tu a l  o r  a tte m p te d ) ,  e .g . b re a s t ,  g e n ita ls ,  a n u s .
M a s tu rb a tio n  (a c tu a l  o r  a tte m p te d )  o f  e i th e r  o r  b o th  p e rso n s .
P e n e tra tio n  (a c tu a l  o r  a tte m p te d )  o f  v a g in a ,  a n u s ,  m o u th ,  
w ith  o r  b y  p e n is ,  f in g e r s ,  o r  o th e r  o b jec ts .
L o o k in g ; m a s tu rb a tio n , e .g . n e x t  to  o th e r  p e rso n .
M a s tu rb a tio n ;  se x u a l  s e lf - s t im u la t io n , e .g . p la y in g  w i th  
b re as ts ; e x p o su re .
T a b le  5 .3 .1 . D e f in it io n  o f  b e h a v io u r .
5.3.3.1. Vctim-focused behaviour
Those considered by law as unable to give consent are those under 16 and those who 
are ‘mentally defective’, i.e. have a severe learning disability. It is part of this law that
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the fact that the victim has a severe learning disability is known by the perpetrator. A 
sexual act is also considered contrary to the law if it is likely to cause harm, even if 
consented to or when consent is obtained by fraud. Therefore victim-focused behaviour 
was defined as unacceptable when another person was involved in sexual activity to 
which they had not consented or did not understand and therefore were unable to 
consent and where it included sexual acts which are against the law, e.g. anal 
intercourse, where it involved harm to the victim, or where the sexual activity occurred 
with children or staff.
Whether the victim with learning disabilities consented or understood the behaviour 
was difficult to determine. Where the victim had indicated they did not like the 
behaviour to staff, where the client showed avoidance of the perpetrator, or distress in 
their presence, were taken as indicators on no consent. In terms of the understanding 
the victim had of the behaviour, i.e. the presence or absence of a severe learning 
disability, staff opinion was sought as to the level of functioning of the client since no 
clear records existed.
Whether a perpetrator with a learning disability knows whether a victim has a severe 
learning disability is also difficult to establish. Victim sensory or physical handicaps or 
communication difficulties are important to take into account in terms of defining those 
less able or more vulnerable. These factors were taken into consideration when 
deciding whether or not a behaviour should be described as unacceptable. The 
judgement as to whether the perpetrator was aware that a victim had a severe learning 
disability was not used in making a decision as to whether the behaviour was abusive, 
as there was no way of judging this reliably. If the victim was less able than the 
perpetrator in terms of intellectual, physical or communicative ability, this was taken as 
indication that the behaviour was abusive. This information was gathered via staff 
report. This may have lead to an overinclusion of cases, as it does not allow for 
consenting cases between a more and less able client.
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5. S. 3.2. Non-Victim-Focused Behaviour
Non-victim-focused behaviour i.e. masturbation, sexual self-stimulation and exposure 
were defined as unacceptable when occurring in public places, i.e. communal areas 
within the residential unit, the garden, the sheltered community, e.g. the day unit, 
minibus, or in the wider community, e.g. swimming pool.
Masturbation was defined as that occurring with or without exposure, i.e. with hands 
down trousers or trousers removed, and non-manual masturbation, e.g. using furniture, 
fences. Exposure was defined as the exposure of breasts or genitals, which was not due 
to a skill deficit in dressing. Those showing urination in inappropriate places were 
included if they also exposed. This differed from the legal definition of indecent 
exposure which includes an intent to insult a female, and was more closely akin to the 
definition of Common Law Exposure.
Following data collection, participants were allocated to one of three groups. 
Participants were initially divided into three categories. Category 1 included those 
showing victim-focused behaviour directly involving other people, including both 
behaviour involving and not involving physical contact, category 2 included those 
showing the non-victim-focused behaviours of self-stimulation of sexual parts of the 
body, e.g. inappropriate masturbation and self-stimulation of breasts and category 3 
included those showing exposure.
Those showing behaviour in more than one category were categorised in priority of 1, 
2 and then 3, but also taking frequency and severity into account. For example, one 
participant showed masturbation only once in a year period, but showed exposure on a 
daily basis and was therefore classified under category 3. Sixteen participants showed 
behaviour consistent with category 1, sixteen with category 2 and nine with category 3. 
Table 5.3.2 shows the type and frequency of behaviour shown by each participant.
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5.3.4. Measures
5.3.4.1. Functional Performance Record
Information on adaptive behaviour was provided by the Functional Performance 
Record (FPR; Mulhall, 1993), completed on all participants by keyworkers. The FPR is 
a clinical instrument used to record the observable actions and behaviours of 
individuals. It is designed to produce a detailed ‘snap shot’ of an individuaPs situation 
at one time and can be used with any group of individuals with functional problems, 
e.g. learning disabilities, older adults, those with physical disabilities or those with 
acquired brain damage. It has 27 topic areas. The instrument consists of an assessment 
checklist to be completed by observation or carer report and a database to record and 
summarise the information. Quantitative results are provided in that the percentage of 
support needed for each topic area can be calculated for each individual.
The FPR is concerned with the individual rather than based on a standard derived from 
a large sample of people. Little information is provided about the reliability of the scale 
in the manual, which simply outlines a trial in which two social service staff rated 12 
residents. They found inter-rater reliability of not less than r = .85 for the residents. 
Using Cohen’s kappa (Cohen, 1960) they found only 4 out of 17 comparisons/values 
of kappa went below 50%, due to disagreement between the ‘unknown’ and ‘not 
applicable’ ratings, and 12 of the values were 70% or higher, 5 being 100%. This 
shows high correlations may be found, although the categories of ‘unknown’ and ‘not 
applicable’ may be unreliable.
Scores on selected topics were totalled to provide percentage scores for the level of 
support needed by each individual in the areas of self-help, social and communication 
skills, academic ability, sensory functioning, mobility, physical health and overall level 
of support. The instrument also has a topic area covering aggressive behaviour and this 
was used to gain information as to the aggressive behaviour shown by the sample.
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5.3.4.2. O-Methodology
The Q-sort method was derived by Stephenson (1953). Q-sorting involves a set of 
rules for assigning scores to a set of items from a descriptive item pool, or Q-set. It 
offers a means of objectifying the impressions and personality formulations of 
observers. The orientation is a ‘contemporaneous’ one (Lewin, 1943) in that ‘the 
participant is described as he appears and is understood by the observer at the time of 
observation’ (Block, 1978). The letter Q has no special meaning and Stephenson 
devised the method to provide data readily suitable for Q or inverse factor analysis. 
There are a number of applications of the Q-sort method. It may be used to bring 
together the several points of view held by different judges or observers so that points 
of similarity and of difference become apparent, to look at personality differences 
between groups of people, to contrast specific Q-sorts with criterion sorts which are 
separately and independently evolved and to examine typologies. The latter two are 
used in this study.
The method is an ipsative rather than a normative one. In an ipsative method, the 
personality variables in the defined set are ordered relative to each other, with respect 
to a specified criterion and with a specific participant as the frame of reference. The 
sorter compares each attribute with other attributes within the same individual. A 
normative rating scale compares an individual on a description with others’ ratings on 
that same characteristic. For example, in an ipsative measure, rating the characteristic 
‘talkative’ as extremely characteristic or salient to the person, means that relative to the 
other characteristics of the person, they are highly talkative; in a normative method, 
talkative means the person is talkative relative to other people. Therefore, the person 
not the variable is the focus of the analysis. There are several advantages of this 
method in that the significance of a particular behaviour can be distinguished from its
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frequency and sorters remain relatively unaware of the constructs to be scored (Caspi, 
Block, Block et al., 1992).
5.3.4.3. Common Language California Child Q-Set
Personality was assessed using the Common Language version of the California Child 
Q-Set (CLCCQ; Caspi, Block, Block, et al., 1992), which is a modified version of the 
California Child Q-Set (CCQ; Block and Block, 1980), which in turn is an 
age-appropriate counterpart to the California Q-Set (CAQ; Block, 1978). The CCQ is 
widely used in personality, developmental and clinical psychology (Block and Gjerde, 
1986; Ozer, 1993; John, Caspi, Robins et al., 1994; Block, Block and Keyes, 1988; 
Robins, John and Caspi, 1994; White, Moffitt, Caspi et al., 1994) and has been used 
with people with learning disabilities (Curfs, Hoondert, van Lieshout and Fryns, 1995). 
The CCQ contains a complex psychological vocabulary which, although suitable for 
professional use is likely to require interpretation for those unfamiliar with this 
vocabulaiy. Even though some of the informants for the present study were trained 
nursing staff, some were untrained care workers and the CLCCQ provides an 
alternative which may be more easily understood, in that it was intended for lay 
observers with little formal education. The process of construction and validation of 
the CLCCQ is outlined by Caspi et al. (1992) for boys (mean age 10.2 years). 
Reliability and structural equivalence and validity were also established on antisocial 
adolescents. The reliability was found to be similar to the CCQ and adequate for 
research and the two versions were found to be structurally equivalent (Caspi et al., 
1992). Interrater reliability and item reliability were found to be .51 and .56 
respectively, with parents as raters, which is similar to previous research with parents 
(Shoda, Mischel and Peake, 1990) and similar to that found with the CCQ. Item 
reliability for teacher ratings on the CCQ, the CLCCQ and both were .71, .72 and .72 
respectively, again suggesting comparability between the scales. The item reliability for 
expert ratings based on the correlation between the CCQ and the CLCCQ was .82. The
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scale was validated via self-report of delinquency, caregiver report of psychiatric 
symptoms and teacher report of behaviour problems. The vector correlations between 
the first and third, the first and second and the second and third measure were .76, .78 
and.72 respectively, indicating that whether antisocial behaviour was measured by self, 
caregiver or teacher report, the Q-sort yields consistent personality descriptions.
The CLCCQ consists of 100 items printed on individual cards, describing a wide range 
of behaviour and personality characteristics. Each item is written in a theoretically 
neutral form, to suggest a continuum; to express a single psychological element, for 
example, ‘is talkative’ rather than ‘is talkative and confident’; to include only variables 
that are conceptually independent of each other; to include related but not equivalent 
variables; and to minimise the degree of value judgement in the sorters’ descriptions of 
participants, i.e. concentrating on behavioural descriptions (Block, 1978). This latter 
makes it particularly applicable to those with learning disabilities.
Although the scale was developed for use with male children, it was felt that the 
content was appropriate for use with adults with learning disabilities. On examination 
of the items, many of the descriptions are written in behavioural terms, which, given 
that our insight into the cognitive processes of those with learning disabilities is 
somewhat limited, suggests the scale would yield useful results. However, some of the 
items were inappropriate for use with an adult learning disabled population including a 
number of females. In all, changes were made to all items in terms of broadening ‘he’ 
to ‘he/she’ and ‘his’ to ‘his/her’. Changes were necessary to the text of only 11 items 
(Table 5.3.3) in order to increase their applicability to an adult population. Item 17, 
‘He acts very masculine’ was considered not relevant for females and was placed in 
Category 5 during sorting.
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Item Number 
5
Original Item
Other kids look up to him and 
seek him out.
Other clients look up to him/ 
her and seek him/her out.
18 He lets other kids know when 
he is upset or angry. He does 
not hold back his feelings when 
he feels upset or angry with 
them.
S/he lets other clients know 
when s/he is upset or angry. 
S/he does not holdback his/ 
her feelings when s/he feels 
upset or angry with them.
25 He thinks things out and you 
can explain things to him like 
you can to a grown up.
S/he thinks things out and you 
can explain things to him/her 
like you can to someone 
without learning disabilities.
27 He looks different from other 
kids his own age (for example, 
he is much taller or shorter, 
under- or overweight, or 
physically handicapped).
S/he looks different from other 
people his/her age (for example, 
s/he is much taller or shorter, 
under- or overweight, or 
physically disabled).
30 Most adults seem to like him. Most people seem to like him/ 
her.
42 He is an interesting child; 
people notice him and 
remember him.
S/he is an interesting person; 
people notice him/her and 
remember him/her.
55 He worries about not getting 
his share of toys, food or love. 
He seems afraid he won't get 
enough.
S/he worries about not getting 
his/her share of activities, food, 
or love. S/he seems afraid s/he 
won't get enough.
68 He is a very smart kid (even 
though his grades in school 
might not show this).
S/He is a very smart person 
(even though his/her level of 
achievement might not show 
this).
71 He often asks grown-ups for 
help and advice.
S/he often asks others for help 
and advice.
80 He teases and picks on other 
kids (including his own 
brothers and sisters).
S/he teases and picks on 
others.
84 He is a talkative child; he talks 
a lot.
S/he is talkative: s/he talks a 
lot.
Table 5.3.3. Adapted items from the common language version o f the California 
Child Q-SeL
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The Q-sort was completed by each keyworker with the assistance of the author. 
Assistance consisted of outlining the procedure, providing explanations and 
standardised probes (Caspi, personal communication). A forced choice, rectangular, 
nine category distribution was used. A forced choice is preferable to free choice as it 
minimises response bias (Block, 1978), although it has been criticised in that it has been 
suggested that information may be lost through forced choice. However, on 
investigating this, Block (1978) found that the characteristics of the unforced 
distribution could be ascribed almost completely to sorter idiosyncrasies and not to the 
focus of interest. The categories ranged from extremely characteristic (9) to extremely 
uncharacteristic (1). Eleven cards were sorted into each category, with 12 cards sorted 
into category 5 (relatively neutral or unimportant). The Q-set took between 40 
minutes to one hour to administer.
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5,4, RESULTS
Sample characteristics were derived from the demographic data collected via staff 
report, records and the Trust database. Data from the FPR were collated for each 
individual and a mean percentage support score was calculated for each individual for 
each of the composite scores for self-help, social and communication skills, academic 
ability, sensory functioning, mobility, physical health and overall level of support. 
Information was analysed using SPSS Frequencies. An inverse (Q) factor analysis was 
conducted to identify the personality factors which may be derived for this population 
from the 100 items of the CLCCQ, using SPSS Factor. These factors were interpreted 
in terms of the CLCCQ items, using a procedure outlined by Brown (1981). Variables 
derived from the demographic data, the FPR and the personality factors were then used 
as predictor variables in a discriminant function analysis in order to predict group 
membership for different types of unacceptable sexual behaviour. These were 
performed using SPSS Discriminant.
5.4.1. Sample Characteristics
At the time of the study there were 559 clients living within the Trust residential 
facility, thirty-nine of whom were identified for the study. Thus, 7% of those housed by 
the Trust showed unacceptable sexual behaviour, according to the criteria of the study.
5.4.1.1. Participant Characteristics
Chart 5.4.1 shows that the majority of the 41 participants were male (88%; n=36). 
Table 5.4.1 shows that only 5 participants were female (12%) and none of these 
showed victim-focused behaviour. Chart 5.4.2 shows that the majority of participants 
were aged between 31 and 40 years (44%; n=18), with two-thirds of the sample (n=27) 
below the age of 40 years. Table 5.4.2 shows this pattern is consistent across all 4
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categories of behaviour. It also shows that the three older adults (60+) all show 
victim-focused behaviour.
FEMALE n=5 (12%)
MALE n=36 (88%)
Chart 5.4.1 Gender of participant.
Type of inappropriate behaviour
Total
Inappropriate 
Victim-focused Masturbation Exposure
Sex Male 16 14 6 36
Female 0 2 3 5
Total 16 16 9 41
Table 5.4.1 Gender of participant showing each category of inappropriate sexual behaviour.
61+ n=3 20-30 n=9 (22%)
41-60 n=11 (27%)
31-40 n=18 (44%)
Chart 5.4.2 Age of participant.
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Type of inappropriate behaviour
Total
Inappropriate 
Victim-focused Masturbation Exposure
Age 20-30 3 4 2 9
Group 31-40 6 7 5 18
41-60 4 5 2 11
60+ 3 0 0 3
Total 16 16 9 41
Table 5.4.2 Age of participant showing each category of unacceptable sexual behaviour.
5 .4 .7.2. Victim  C haracteristics
Sixteen out o f 41 participants showed victim-focused behaviour, i.e. 39% of 
unacceptable sexual behaviour involved a specific victim. Table 5.4.3 shows the most 
common victim was another person with a learning disability, followed by female staff 
members and then children. No male staff or adult members of the general public were 
reported as victims. The grand total is greater than the total number of participants, 
due to some individuals showing behaviour towards more than one type of victim. 
There are more female than male victims overall, but slightly more male victims than 
female victims with learning disabilities and children. More serious victim-focused 
behaviour was defined as that involving penetration. The majority of non-penetrative 
offences (71%; n=12) were perpetrated against adults with learning disabilities, 47% 
(n=8) against less able people with learning disabilities. Penetrative offences were only 
seen with less able people with learning disabilities and with children, although one 
participant had a history of penetrative offences without details of the victim being 
available.
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Gender
Type of 
assault Victim relationship Male Female Both
Not
Known Total
Penetrative
Learning Disabled Client - More Able 
/ Same Ability
- - - - 0
Learning Disabled Client - Less Able 1 1 - - 2
Staff - - - - 0
Children 1 - 1 - 2
Unknown - - - 1 1
Total 2 1 1 1 5
Non-
Penetrative
Learning Disabled Client - More Able 
/ Same Ability
1 1 - - 2
Learning Disabled Client - Less Able 3 2 2 1 8
Learning Disabled Client - Unknown 
Ability
- - 2 - 2
Staff - 5 - - 5
Children - - - - 0
Total 4 8 4 1 17
Grand Total 6 9 5 2 22
Table 5.4.3 Characteristics of victims for penetrative and non-penetrative victim-focused behaviours.
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Chart 5.4.3 shows six out of 16 participants (38%) showing victim-focused behaviour 
displayed non-specific behaviour for either gender, age or type of victim and 10 (62%) 
were specific to one type of gender, age and type of victim.
Non-specific n=6 (38%)
Specific n=10 (62%)
Chart 5.4.3 Specificity shown by participant.
Of the 16 participants showing victim-focused behaviour, only one participant (6%) 
was non-specific for age, i.e. showing victim-focused behaviours with adults and 
children, with 14 (88%) showing behaviour directed only at adults and 1 (6%) 
participant showing behaviour specific for children (Chart 5.4.4).
Both n=1 (6%) Children n=1 (6%)
Adults n=14 (88%)
Chart 5.4.4 Specificity for age of victim.
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Five participants out of 16 showing victim-focused behaviour (31%) showed 
victim-focused behaviour specifically towards either males or females and five 
participants (31%) showed victim-focused behaviour towards males and females with 
one unknown (Chart 5.4.5).
Unknown n=1 (6%)
Male n=5 (31%)
Both n=5 (31%)
Female n=5 (31%)
C h a r t  5 .4 .5  S p e c if ic ity  fo r  g e n d e r  o f  v ic tim .
Chart 5.4.6 shows eight (50%) of the 16 participants showing victim-focused 
behaviour, displayed this behaviour only towards others with a learning disability, one 
participant showed victim-focused behaviour directed only at staff and one participant 
showed victim-focused behaviour directed only at children. Five participants (31%) 
showed non-specific victim-focused behaviour towards others with learning disabilities 
and female staff and 1 participant showed non-specific victim-focused behaviour 
directed towards staff, children and others with a learning disability.
Staff/Child/LD n=1 (6%) Child n=1 (6%)
n=1
Staff & LD n=5 (31%)
LD n=8 (50%)
N.B. LD = Learning Disabled Client
C h a r t  5 .4 .6  S p e c if ic ity  fo r  ty p e  o f  v ic tim . 
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5.4.1.3. Offence Characteristics
Chart 5.4.7 shows a small number of penetrative offences, with 5 (12%) participants of 
the total sample (n=41) (31% of those showing victim-focused behaviour) engaging in 
behaviour involving penetration. The majority of behaviours were non-penetrative or 
‘nuisance’ behaviours (n=36).
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0
Contact - Violent Contact - Non-violent Non-contact - Masturbation Non-contact - Exposure
E 3  no. displaying
C h a r t  5 .4 .7  I n a p p ro p r ia te  b e h a v io u rs  sh o w n  b y  p a r tic ip a n ts .
Table 5.4.4 outlines the types of unacceptable sexual behaviour shown by the total 
sample (n=41). Twenty-seven (65%) participants only showed one category of 
behaviour, with 14 (34%) participants showing non-specificity for the category of 
sexually inappropriate behaviour. Five (12%) showed both victim-focused behaviour 
and public masturbation, 7 (17%) showed both public masturbation and exposure and 2 
(5%) showed victim-focused behaviour, public masturbation and exposure. Therefore 
12 (29%) showed both victim-focused and non-victim-focused behaviour.
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Victim-focused 9
inappropriate Masturbation 13
Exposure 5
Victim-focused and 
inappropriate Masturbation
5
Victim-focused & 
Exposure
0
Exposure & Inappropriate 
Masturbation
2
All Three 7
Total 41
T a b le  5 .4 .4  S p e c if ic ity  f o r  ty p e  o f  u n a c c e p ta b le  s e x u a l  b e h a v io u r
Victim-focused behaviour is less frequent than non-victim-focused behaviour (Table 
5.4.5), with public masturbation and exposure mainly occurring daily or weekly and 
victim-focused behaviours occurring mainly yearly or less than yearly, although some 
non-penetrative victim-focused behaviour is shown to be occurring daily or weekly.
Daily Weekly Monthly
Less Than More Than 
Yearly Yearly Unknown
Victim-focused 1 3 2 3 5 2
inappropriate
Masturbation
9 5 1 0 0 2
Exposure 4 3 0 1 1 0
T a b le  5 .4 .5  F re q u e n c y  o f  u n a c c e p ta b le  s e x u a l  b e h a v io u r .
Table 5.4.6 provides a description of the type of victim-focused behaviour shown by 
the 16 participants displaying this behaviour. With 2 (5%) of the sixteen showing 
indecency with children, 4 (10%) showing penetrative acts, 5 (12%) showing
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masturbation of a victim, 11 (27%) showing inappropriate touch and 1 (2%) showing 
non-physical victim-focused behaviour, i.e. masturbation next to a victim.
V ic tim -fo c u s e d  B e h a v io u r
In d e c e n c y  w i th  c h ild re n 2
A d u lt
B e h a v io u rs
P e n e tra tio n 4
M a s tu rb a tio n 5
T o u c h 11
N o n -p h y s ic a l 1
T a b le  5 .4 .6  T y p e  o f  v ic t im -fo c u s e d  b e h a v io u r  sh o w n .
Table 5.4.7 and 5.4.8, show the characteristics of the non-victim-focused behaviours 
shown for the whole sample (n=41) and for those categorised into the public 
masturbation or exposure category, respectively. For the whole sample, twenty-four 
(59%) show public masturbation in the house, 3 (7%) in the garden, 8 (20%) in the 
sheltered community and 5 (12%) in the wider community. Fourteen (34%) show 
exposure in the house, 2 (5%) in the garden, 5 (12%) in the sheltered community and 4 
(10%) in the wider community. The same pattern is shown for those specifically 
classified into these categories of behaviour.
P u b lic  M a s tu rb a tio n E x p o s u re
H o u se 2 4 14
G a rd e n 3 2
S h e lte re d  C o m m u n ity 8 5
W id e r  C o m m u n ity 5 4
T a b le  5 .4 .7  C h a ra c te r is t ic s  o f  n o n -v ic t im -fo c u se d  b e h a v io u r  f o r  th e  w h o le  s a m p le
374
N o n -V ic t im -fo c u s e d  B e iu t t ia u r
P u b lic  M a s tu rb a t io n E x p o su re
H o u se 13 9
G a rd e n 3 1
S h e l te re d  C o m m u n ity 8 5
W id e r  C o m m u n ity 5 4
T a b le  5 .4 .8  C h a ra c te r is t ic s  o f  n o n -v ic t im -fo c u se d  b e h a v io u r  f o r  th o s e  
c la s s if ie d  a s  e a c h  g ro u p .
SAJkJSfflcace Responses
The police had been involved in four of the incidents involving penetration, no 
information was available on the fifth incident. The two offenders who showed 
penetrative assault on children had been convicted. No prosecution followed the other 
two penetrative assaults perpetrated against others with learning disabilities. Police 
involvement occurred for one other participant who showed exposure in the 
community. No prosecution was sought.
Table 5.4.9 shows thirty-four participants (73%) of the total sample (n=41) were 
currently receiving therapeutic input either from psychology, creative therapies, speech 
therapy or aromatherapy, with 17% (n=7) currently receiving no input. Seventeen 
participants (42%) were currently receiving psychological input, 6 (38%) of those 
showing victim-focused behaviour, 6 (38%) of those showing public masturbation and 
5 (56%) of those showing exposure. However, it is unknown whether this input was 
for the inappropriate sexual behaviour or for another referral behaviour. All 
participants received daycare for at least 4 days per week.
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Psychology Creative
Speech & 
Language Aromatherapy
Victim-focused 6 7 4 2
Inappropriate
Masturbation
6 6 7 5
Exposure 5 4 4 2
Total 17 17 15 9
T a b le  5 .4 .9  T h e ra p e u t ic  in p u t.
5,4,3,. Factor_Analysis
Data for the factor analysis was derived from the 100 item CLCCQ. The sample of 41 
participants were all rated between 1 and 9 on each of these items, with 1 indicating the 
item was extremely uncharacteristic of the person and 9 indicating extremely 
characteristic. The Q-method typically employs small numbers, 50 may be considered 
extensive. It may be used for the in depth analysis of a small number of cases, including 
the single case (McKeown and Thomas, 1988), therefore 41 cases were sufficient.
Inverse (Q) factor analysis was conducted on the 100 items of the CLCCQ. In Q factor 
analysis, people (rather than variables) are intercorrelated across a large number of 
personality variables (CLCCQ items) and the resulting correlation matrix is factored. 
This analysis identifies groups of individuals with similar personality profiles. The 
resulting person factors can be interpreted as personality types because they define 
groups of individuals with similar personality configurations.
Data screening revealed no outliers and no difficulties with regard to normality. The 
assumption of linearity was met. The participants’ item scores were correlated showing 
interperson correlations ranging from -.53 to .73, indicating that the participants varied
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widely in how similar (versus dissimilar) they were to each other, showing the sample 
to be adequate for factor analysis.
Principal components analysis was used to derive the factors, with a direct oblimin 
rotation (5 = 0), due to an assumption of intercorrelation between the factors. Twelve 
factors had an eigenvalue over 1.00, with the last 7 of these factors accounting for 
under 4% of the variance each. The scree plot showed a break between the fifth and 
sixth factor (Chart 5.4.8), suggesting a 5 factor solution, which accounted for 49.2% of 
the variance.
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C h a r t  5 .4 .8  S c re e  p lo t  o f  e ig e n v a lu e s
Participants were classified as a particular personality type based on their factor 
loadings in the pattern analysis. These factor loadings represent the degree to which an 
individual’s personality configuration resembles the prototype personality configuration 
defining the type-factor. The criteria adopted for assigning an individual to a type were 
as follows:
a) if they loaded at least .34 onto the factor to which they were assigned,
b) any secondary loading on another factor should be greater than .10 below their 
loading on the factor to which they were assigned,
377
c) they did not load above .40 on all factors.
Using these criteria for a 5 factor solution, one participant failed on criterion a) and 
could therefore not be classified into any personality type and 9 participants failed on 
criterion b). Thus, only 31 participants could be classified (76% of the representative 
sample). With a 4 factor solution, 98% (n=40) of the representative sample could be 
assigned to a particular type and was therefore adopted, accounting for 44.6% of the 
total variance. Each factor had an eigenvalue over 2.00. Factor 1 had an eigenvalue of 
9.23 (22.5% of the variance), Factor 2 had an eigenvalue of 3.66 (8.9% of the 
variance), Factor 3 had an eigenvalue of 3.32 (8.1% of the variance) and Factor 4 had 
an eigenvalue of 2.05 (5% of the variance). Fourteen participants (34%) were assigned 
to Type 1, 11 participants (27%) were assigned to Type 2, 10 (24%) were assigned to 
Type 3 and 5 (12%) were assigned to Type 4. The pattern matrix showing the loadings 
on each factor for each person is contained in appendix 5.
5.43. L Defining the Personality. Types
The prototype personality configurations were derived using a procedure outlined by 
Brown (1981). A prototypical Q-sort is obtained for each factor, by assigning 1 to 9 on 
each item for each factor. This is derived by assigning a factor weight to each person’s 
Q-sort for each item, since some Q-sorts are closer approximations to the factor Q-sort 
than others. The scores for each individual on each item are then summed and 
converted into z-scores. The 11 highest z-scores of the factor Q-sort are then labelled 9 
and the next 11 are labelled 8 and so on until the last 11 which are labelled 1, yielding 
the prototypical Q-sort for the factor. Appendix 6 contains the 11 most descriptive and 
the 11 least descriptive CLCCQ items for each type.
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Those showing personality type 1 are characterised by restlessness and are fidgety with 
particular habits, showing emotions easily, openly, inappropriately and unpredictably, 
not coping with stress and preferring to be alone. They show little consideration or 
thought for others, little empathy or remorse, do not admire, compete or share with 
others and are not admired by them. Overall, they tend to be agitated volatile loners.
Those with personality type 2 are characterised by being cheerful, likeable, helpful, 
warm, open and attractive, energetic and determined, but without being bossy, teasing, 
suspicious, sulky, easily upset or blaming of others and without having a low opinion of 
themselves, being self-blaming or immature. Overall, they tend to be energetic, 
agreeable and sociable.
Those showing personality type 3 are characterised by habits and talkativeness. They 
easily and openly show emotions, and donnot cope with stress, but are outspoken, 
pushy, stubborn, resilient, bossy and like being the centre of attention. They are not 
anxious, do not give up or back down, show little concern about right and wrong, little 
empathy, are not shy, do not feel guilty or have a low opinion of themselves, do not 
plan ahead and are not sought out by others. Overall, they are agitated and dominating 
with little consideration o f others.
Those showing personality type 4 are characterised by being helpful, co-operative and 
compliant, get on well with others and can make good friendships which don’t tend to 
last. They have a sense of humour, but can be stubborn and immature and needing 
reassurance. They are not dynamic, independent or suspicious, do not tease or aggress, 
are impulsive and show little empathy or emotion. Overall, they are agreeable but 
dependent
379
To further explore the makeup of the types, they were compared to the Big Five 
personality dimensions previously described in personality literature (Goldberg, 1991; 
John, 1990; McCrae and Costa, 1985, 1987). The Big Five have been derived from 
ratings using English language trait adjectives, following in the tradition of the search 
for a universal taxonomy of traits. They have been found in a wide range o f data 
sources, instruments, samples and languages (John, 1990) and closely resemble those 
dimensions found in research (Norman, 1963). They are ‘the major variables that have 
been studied by psychologists as well as those traits used by laypersons to charaterise 
themselves and their acquaintances’ (Costa and McCrae, 1992, p.4). The Five Factor 
Model (FFM) has begun to influence research on adult personality development 
(McCrae and Costa, 1990) and psychopathology (Costa and Widiger, 1994). The five 
dimensions are those of extraversion (or surgency), agreeableness (vs. antagonism), 
conscientiousness (or dependability), emotional stability (vs. neuroticism) and openness 
to experience (Goldberg, 1991). ‘The available research suggests that the FFM 
provides a generalisable and comprehensive representation of personality trait structure 
in adulthood’ (McCrae and John, 1992, p.267).
John, Caspi, Robins, MofiBtt and Stouthamer-Loeber (1994) isolated items on the CCQ 
related to the Big Five dimensions in adolescent boys. The comparable items were used 
from the CLCCQ, indicating prototypes for each of the Big Five personality 
dimensions. The value which each of the derived personality types had for each of the 
items in the Big Five prototypes, was summed to make a composite score on each 
dimension for each derived personality type. Z-scores were then computed for the 
composite scores, in order that comparisons were able to be made across type.
Chart 5.4.9 shows that personality type 1 showed low extraversion, agreeableness, 
conscientiousness and openness and high neuroticism. Personality type 2 showed 
higher extraversion, high agreeableness, conscientiousness and openness and low
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neuroticism. Personality type 3 showed high extraversion and low neuroticism, no 
difference on conscientiousness and slightly low agreeableness and openness. 
Personality type 4 showed high agreeableness, neuroticism and openness, but low 
extraversion and conscientiousness.
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C h a r t  5 .4 .9  P a t te rn  o f  e a c h  p e rso n a li ty  ty p e  w i th in  th e  ‘B ig  F iv e ’
5.4.4, Discriminan t Funct ion Analysis
Preliminary analysis, using Anova, revealed the variables of personality type 1, 
academic skills, social communicative skills and overall level of support were those 
related significantly to differences between groups in terms of the type of sexual 
behaviour shown, i.e. victim-focused behaviour, public masturbation and exposure. 
Therefore these variables were used as predictor variables in the discriminant function 
analysis. The personality factors 2, 3 and 4, age, length of time in hospital, aggression, 
diagnosis of epilepsy, autism, mental health problems and other composite scores on 
the FPR (mobility, sensory impairments, physical ability, self-help) were not found to 
produce any significant between group differences. Although not significant, those 
showing non-victim-focused behaviour had a higher mean for aggression (x = 15.04, sd 
= 24.9) than those showing victim-focused behaviour (x = 11.69, sd = 19.7).
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Preliminary analysis also revealed the groups may be more accurately predicted by 
combining groups 2 and 3 (public masturbation and exposure). This makes intuitive 
sense since both groups consist of those showing non-victim-focused behaviour. 
Therefore, the groups were redefined as those showing victim-focused behaviour and 
those showing non-victim-focused behaviour.
Prior to analysis, scores on personality type 1, academic skills, social communicative 
skills and overall level of support were examined through SPSS Explore for the fit 
between their distributions and the assumptions of multivariate analysis. The variables 
were examined separately for the 16 people showing victim-focused behaviour and the 
25 showing non-victim-focused behaviour. Academic skills for the non-victim-focused 
group was shown to have significant skewness and kurtosis and univariate outliers. 
This variable was subsequently eliminated from the analysis. A univariate outlier was 
also identified in social communication skills. To reduce its influence, it was assigned a 
raw score of one unit smaller than the next most extreme score in the distribution of 
social communication scores. The assumption of equal covariance in the predictor 
variables was met (Box’s M = 6.87, F(6) = 1.04, p = .04).
A direct discriminant function analysis was performed using the three variables 
(personality type 1, social communicative skills, overall level of support) as predictors 
of membership in two groups, those showing victim-focused behaviour (n = 16) and 
those showing non-victim-focused behaviour (n = 25).
One discriminant function was calculated, with a strong association between groups 
and predictors, %2 (3) = 20.67, p  = .001. The loading matrix (Table 5.4.10) shows all 
variables are strong between-group predictors, the best being social communicative 
skills, then personality type 1 and then overall level of support. Those showing 
victim-focused behaviour have better social communicative skills (X = 26.92, sd. =
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17.11) than those showing non-victim-focused behaviour (x = 55.99, sd. = 19.31), 
requiring less overall level of support (x -  29.09, sd. = 12.97) than those showing 
non-victim-focused behaviour (x = 44.73, sd. = 10.08) and scoring lower on 
personality type 1 (x = .08, sd. -  .23) than those showing non-victim-focused 
behaviour (x = .42, sd. -  .23), indicating that group 2 (non-victim-focused) conform 
more closely to this personality type.
Loading Matrix Pooled within groups correlation matrix
Function 1
Social Communication 0.92 Factor 1
Factor 1 
1.00
Social Comm Support
Factor 1 0.82 Social Comm 0.55 1.00
Overall Support 0.81 Suppport 0.42 0.82 1.00
T a b le  5 .4 .1 0  L o a d in g  a n d  c o r re la t io n  m a tr ic e s  f o r  d is c r im in a n t  a n a ly s is
Pooled within-group correlations among the four predictors are shown in table 5.4.10. 
There is a strong positive correlation between social communication skills and overall 
level of support, with r (41) = .82, p < .01, indicating that those with greater social 
communication skills will also have need of less overall support.
Using a classification procedure for the total sample of 41 people with learning 
disabilities showing unacceptable sexual behaviour, 34 (83%) were classified correctly 
in the discriminant analysis, as compared to 21 (52%) who would be correctly 
classified by chance alone. Twenty (80%) out of 25 cases were correctly classified into 
the non-victim-focused behaviour category as compared to 15 (60%) by chance alone 
and 14 (87.5%) out of 16 cases were correctly classified into the contact category as 
compared to 6 (37.5%) by chance alone. This indicates that those showing 
victim-focused behaviour were more likely to be correctly classified, although both 
were significantly higher than chance levels.
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A direct discriminant function analysis was performed using the same three variables as 
predictors of membership into three groups of those showing only victim-focused 
behaviour (n = 9), those showing both victim-focused and non-victim-focused 
behaviour (n = 12) and those showing only non-victim-focused behaviour (n = 20).
Two discriminant functions were calculated, with a combined %2 (8) -  42.67, p < .001. 
After removal of the first function, the second function did not show a significant 
association between groups and predictors. The first discriminant function accounted 
for 94.34% of the between-group variability, indicated by the eigenvalue of the 
discriminant analysis output. The first discriminant function maximally separated those 
showing victim-focused behaviour from those showing non-victim-focused behaviour, 
with those showing both falling between these two groups. Indicating none of the 
variables discriminated between those showing both victim-focused and 
non-victim-focused behaviour from those showing either victim-focused behaviour or 
non-victim-focused behaviour.
5.4.4.7. Description o f Personality Type 1 fo r  each Group Type
Investigating the personality of the two groups of offender on the Big Five dimensions, 
it can be seen that those showing victim-focused behaviour are more extravert, open, 
agreeable and conscientious and less neurotic than those showing non-victim-focused 
behaviour (Chart 5.4.10).
5.4.4.2. Distribution o f Personality Type 2. 3 and 4 between Groups
The distribution of the other derived factors across behaviour type (i.e. victim-focused 
vs. non-victim-focused) was examined via group means, although none of the 
personality factors showed a significant difference between groups. The means for
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Personality type 2 were the same for each group, indicating this personality type was 
evenly distributed between the groups (x = .17, sd. = .25). Those showing 
victim-focused behaviour had a higher mean for personality type three (x = .24, sd. = 
.28) than those showing non-victim-focused behaviour (x = .06, sd. = .23), indicating 
those showing victim-focused behaviour were more closely described by this type, but 
not significantly. Those showing victim-focused behaviour also had a higher mean (x = 
.17, sd. = .25) than those showing non-victim-focused behaviour (x = .09, sd. = .21) 
for personality type 4, although this difference was smaller than for personality type 3.
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5.5. DISCUSSION
5.5.1 Summary o f Findings
House manager report of the number of those showing unacceptable sexual behaviour 
within an NHS Trust providing housing for a total of 559 clients with learning 
disabilities revealed 7% as showing this behaviour.
Participant Characteristics: Those showing unacceptable sexual behaviour were 
predominantly male (88%) with a small number of females involved in 
non-victim-focused behaviour. There was a wide range of ages represented (from 20 to 
over 60), but the majority were in the range o f 30 to 40 years old. This shows partial 
support for hypothesis one, in that the sample were mostly male, and relatively young, 
although older than expected.
Victim Characteristics: The most common victims were others with a learning 
disability. Males were as likely to be victims as females for both learning disabled and 
child victims, but only female staff and no male staff were targeted. Only two 
perpetrators showed unacceptable sexual behaviour towards children, involving only 
three children. No victim-focused behaviour was shown against adult members of the 
general public. Penetrative victim-focused behaviour (defined as more serious) was 
only shown toward children and less able people with a learning disability. This shows 
support for hypothesis two in that the majority of victims were learning disabled or 
staff.
Victim Specificity: Over a third of participants showing victim-focused behaviour 
direct it towards a non-specific victim. Only one participant showed non-specific 
behaviour with regard to age, the other perpetrator showing unacceptable behaviour 
towards children was specific to this type of victim. Over a third targeted both staff and
clients. A third of those showing victim-focused behaviour targeted both males and 
females. This shows support for hypothesis three in that a third of the sample showed 
little specificity for age, sex or type of victim.
Offence Characteristics: Thirty-nine per cent of the sample showed victim-focused 
behaviour, 39% showed inappropriate masturbation and 22% showed exposure, 
making 61% showing non-victim-focused behaviour. Twelve percent (n=5) of the total 
sample showed penetrative behaviour, which was a third (31%) of those showing 
victim-focused behaviour.
The majority of participants were specific to one type of inappropriate sexual 
behaviour. Over half of the participants in the victim-focused behaviour and exposure 
category were specific to that behaviour and 81% of those showing inappropriate 
masturbation, only showed this behaviour. A third showed behaviour in more than one 
categoiy. Twenty-nine per cent of the total sample showed both victim-focused and 
non-victim-focused behaviour. This shows partial support for hypothesis four in that a 
third o f participants showed a lack of specificity for type of behaviour, but there was a 
high degree of specificity in those showing inappropriate masturbation.
Non-victim-focused behaviours occur most often on a daily or weekly basis within an 
individual, victim-focused behaviours occur mainly on a yearly or less than yearly basis, 
although non-penetrative victim-focused behaviour can also occur daily or weekly. 
Therefore more serious behaviours occur less frequently, but can occur as frequently as 
less serious behaviours. Consequently, there are victims suffering on a daily basis. 
Penetrative sexual behaviour was only shown by 12% of the total sample. This shows 
support for hypothesis five in that the frequency of behaviours is high, but few serious 
behaviours are shown.
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The most common types of victim-focused behaviour shown is that of inappropriate 
touch and masturbation of a victim. The majority of those showing public masturbation 
and exposure do so in public areas of the house.
Service Response: Police involvement was sought for all four incidents involving 
penetration (on which information was available). The two participants showing 
penetrative behaviour against children were prosecuted and convicted, and were 
staying in the semi-secure unit of the Trust as a result of the conviction. The two 
participants showing penetrative behaviour against other clients with learning 
disabilities were not prosecuted. One other incident of exposure was reported to the 
police, but again resulted in no action.
All participants received day care at least 4 days per week, with 73% having additional 
therapeutic involvement, indicating a high level of service involvement for this client 
group. This shows partial support for hypothesis six, in that the involvement o f the law 
is unsatisfactory when the victim is another person with a learning disability, but the 
service response in terms of occupation and intervention is satisfactory, although this 
may not be a service response to the unacceptable behaviour itself.
Factor Analysis: Four personality types were isolated from the sample using the 
CLCCQ. These were 1. agitated, volatile loners, 2. energetic/agreeable/sociable 
individuals, 3. agitated/dominating/inconsiderate individuals and 4. agreeable but 
dependent individuals.
Discriminant Analysis: The first personality type was shown to discriminate between 
groups of participants showing victim-focused or non-victim-focused behaviour. Those 
showing non-victim-focused behaviours scored highly on this personality dimension 
and those showing victim-focused behaviour showed low scores on this factor. Those 
showing non-victim-focused behaviour were therefore restless and fidgety, showing
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particular habits, not coping with stress, showing their emotions openly, easily, 
inappropriately and unpredictably, showing little consideration, thought or empathy for 
others. They did not admire, compete or share with others and were not admired by 
them. They preferred to be alone. In terms of the Big Five dimensions, this personality 
type is low on extraversion, agreeableness, openness and conscientiousness and scoring 
neither high nor low on emotional stability as a group. This supports hypothesis seven, 
in that, there are personality differences between those showing victim-focused 
behaviour and those showing non-victim-focused behaviour.
Other characteristics of the sample which also discriminated between those showing 
victim-focused and non-victim-focused groups were the overall level of support needed 
and social and communication skills. Those showing victim-focused behaviour required 
less overall support and had greater social and communication skills than those 
showing non-victim-focused behaviour. Social and communication skills were highly 
correlated with overall levels of support, and therefore it is to be expected that high 
performance on both skills will be observed. This shows support for hypothesis eight, 
in that, there are differences in adaptive functioning between the two groups and those 
showing victim-focused behaviour had a higher level of adaptive functioning.
Therefore, individuals who are agitated, volatile loners, who have poor social and 
communicative skills, requiring a greater level of overall support are more likely to 
show behaviour which does not involve an identifiable victim. On the other hand, those 
who show the opposite characteristics, i.e. in terms of the Big Five dimensions, are 
extravert, agreeable, conscientious, open and emotionally stable, who require less 
overall support and have good social and communication skills, are more likely to show 
inappropriate sexual behaviour which does involve a victim. It seems that those with 
characteristics which, at first sight would make individuals seem more dangerous, are 
not actually the ones describing those who are a danger to others.
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No other demographic variables (age, length of time in hospital, diagnosis of epilepsy, 
psychiatric diagnosis, i.e. mental health, autism) or adaptive functioning variables 
(mobility, sensory impairments, physical ability or self-help) discriminated between 
groups.
Personality variables (type 2, 3 and 4) were not able to discriminate between the two 
groups. However, those showing victim-focused behaviour had a higher mean on 
personality type 3 and 4 than those showing non-victim-focused behaviour, although 
this was difference not significant. On examination of individuals showing each 
personality type, these two personality types were shown by more of those showing 
victim-focused behaviour than showing non-victim-focused behaviour, This suggests 
that these two personality types may be present in this group to a greater extent than in 
those showing non-victim-focused behaviour. Therefore the group showing 
victim-focused behaviour have a higher proportion of agitated, dominant and 
inconsiderate individuals and agreeable but dependable individuals, also suggesting 
greater heterogeneity in this group. Personality type 2, energetic, agreeable, social 
individuals, are evenly distributed between groups.
Level of aggression also did not discriminate between groups, lending no support to 
hypothesis nine. However, those showing non-victim-focused behaviour had a higher 
mean score for aggression than did those showing victim-focused behaviour, which, 
although not a significant difference, is in the opposite direction to that expected. 
Overall, aggression scores were low for the sample.
There were no differences in personality, level of support or social communication 
skills between those showing victim-focused behaviour and those showing both 
victim-focused and non-victim-focused behaviour, neither were there differences 
between those showing non-victim-focused behaviour and those showing both
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victim-focused and non-victim-focused behaviour. Thus providing no support for 
hypothesis ten.
5, 5, 2 Discussion o f .Results
5.5.2.1 Sample Characteristics
Seven percent of the base population showing unacceptable sexual behaviour is 
difficult to compare to the existing literature, due to the variation in previous findings. 
The present finding is in line with Swanson and Garwick (1990) who suggest 3% of 
those with learning disabilities, which, given that mainly men show this behaviour, 
equates to 6% o f the population of males with a learning disability. It is likely that the 
number of cases was under-reported in this study, in that, case finding relied on staff 
report and it has been established that services often minimise or deny the existence of 
this behaviour, illustrated by the lack of central records. House managers may also be 
wary of the workload of their staff and wish to reduce extra work, again perhaps 
leading to a lowered report o f behaviour relevant to the study.
That the sample is predominantly male is supportive of previous findings in this client 
group (Thompson, 1997; Brown, Stein and Turk, 1995) and mirrors the pattern seen in 
the general population (Griffin, 1989).
The finding of a wide age range, including three participants over 60 years old and that 
most of the sample were aged between 30 and 40 years old is in contrast to Day (1994) 
and Murrey, Briggs and Davis (1992) who found that their samples were in their early 
twenties or late teens, although the sample in Day’s study showed a similar age range 
(15 to 63). However, these studies investigated samples of a different nature to the 
present sample. This study sample was predominantly an ex-long stay hospital sample, 
in which one would expect to find a high percentage of older adults. Day’s study
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retrospectively investigated the case notes o f a sample of 47 men referred to hospital 
for antisocial sexual behaviour and took age of individuals as that at initial referral. 
This would be likely to yield a younger sample. Murrey, Briggs and Davis (1992) 
studied those with a learning disability in Rampton Hospital. It may be that those at 
younger ages show more serious offences or the offences shown by younger offenders 
are likely to be taken more seriously, therefore yielding a younger sample in this 
setting. Age was not shown to discriminate between the more serious victim-focused 
behaviour and the less serious non-victim-focused behaviour in this study, but this may 
be due to the initially older sample. This older sample may also suggest a lower number 
of individuals showing more serious unacceptable sexual behaviour.
Others with a learning disability, especially those less able than the perpetrator, and 
female staff, have previously been found to be the most common victims of 
victim-focused behaviour (Thompson, 1997), which is consistent with the findings of 
this study. Those with learning disabilities and female staff are the most available and 
least threatening of the possible victim choices. A higher percentage of female staff are 
employed in the caring services. Male staff and adults in the general public would be 
more threatening and less available respectively.
Children and those with learning disabilities are the most likely to suffer more serious 
assault, probably due to their vulnerability, but those with a learning disability are not 
likely to see the incident reported to the police. This lends support to Thompson’s 
(1997) findings. However, the sample of serious offences is extremely small and no 
firm conclusions may be drawn. Also, the serious incidents involving children were 
perpetrated by two participants who were detained under section for these offences in a 
semi-secure unit of the Trust, therefore, the police have been informed and they have 
been convicted, prior to residing with the Trust. This was not a response from the 
current service provision and therefore makes comparison difficult across cases.
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A third of the sample show little specificity for age, gender and type of victim. The 
number of female victims with respect to male victims is supported by previous 
research in that sex offenders with learning disabilities have been found to target 
females less specifically than the general population and show a greater number of 
same sex offences (Murrey, Briggs and Davis, 1992; Griffiths, Quinsey and 
Hingsburger, 1985; Brown and Stein, 1997). This is likely to be related to increased 
opportunities for same sex incidents through shared bedrooms. Day (1994) found a 
lack of specificity for age of victim in 50% of his sample. Only one participant in the 
present study showed a lack of specificity for age. This is likely to be due to the small 
number of those showing behaviour towards children. Also, Day’s sample were 
referred for antisocial sexual behaviour and as such are likely to have shown more 
behaviour directed toward children, since this behaviour is likely to result in serious 
consequences. The low rate of behaviour directed towards children in the present 
sample is likely to be related to the nature of the sample. A predominantly ex-hospital 
sample is likely to have a high level of support need and require high levels of 
supervision, therefore limiting opportunities for access to children. It may be that a 
higher number of offences to children may be seen in a younger sample, again this 
would preclude high numbers being seen in this older sample.
The small number of severe (penetrative) offences and the high proportion of 
‘nuisance’ offences found in this study, has been found previously in this client group in 
the literature (Gilby, Wolf and Goldberg, 1992; Day, 1994; Brown and Stein, 1997). It 
may be that those showing more severe sexual offences are housed in more secure 
settings elsewhere, rather than in the community, and would therefore not be expected 
in this sample. Indeed, those showing more severe sexual behaviour in this sample were 
housed in a semi-secure setting.
The high frequency of behaviours, mainly occurring daily or weekly supports Day 
(1994) and Gilby, Wolf and Goldberg (1989) that recidivism is high in this group.
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However, recidivism was low for severe victim-focused behaviour and lower for 
victim-focused behaviour as a whole. Although, some less severe victim-focused 
behaviour, but presumably serious to the victim or victims involved, occurred daily.
The high level of occupation (100%) and therapeutic input is encouraging (73%). 
Thompson (1997) found only 50% of perpetrators of sexually inappropriate behaviour 
were receiving education, therapy or counselling. However, it was not clear from the 
data collected, whether the therapeutic input was directly focused on the unacceptable 
sexual behaviour and a high level of occupation is a Trust wide policy. Therefore, 
although the findings suggest the behaviour may be taken seriously, this may not be so. 
A control group would have enabled comparisons to be made between this sample and 
those not showing unacceptable sexual behaviour in order to investigate the relative 
therapeutic input for each group.
5.5,2.2. Group Differences
The predictor variables discriminated between those showing victim-focused behaviour 
and those showing non-victim-focused behaviour more accurately than between 
victim-focused behaviour, inappropriate masturbation and exposure. Tins is 
understandable given that public masturbation and exposure are both 
non-victim-focused behaviours as defined in this study.
The lowered level of adaptive functioning, particularly in social and communication 
skills, shown by those displaying non-victim-focused behaviour is likely to make it 
difficult for these individuals to contact others appropriately for social or sexual 
contact. This would perhaps suggest that a compensatory motivation proposed by 
Perkins (1991) was applicable to this group, in that self-stimulation is sought as an 
alternative. However, the personality type associated with this group suggests that
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these individuals show little motivation for social interaction. Thus, the primary 
motivation may be self-stimulation, rather than secondary and compensatory.
The limited social and communication skills in this group may suggest they are unlikely 
to be aware of the inappropriateness of the behaviour, being unable to pick up on the 
social cues provided. The overall reduced level of adaptive functioning combined with 
reduced social and communication skills may make it difficult for this group to find 
appropriate alternatives.
There may also be a non-sexual motivation, as proposed by Roach (1994). The 
difficulties in social and communication skills experienced by this group suggest that 
the behaviour may function as a communicative act. It may elicit social contact from 
others when desired, or it may serve to gain a tangible outcome, occupation or to avoid 
a task.
Those categorised as showing victim-focused behaviour show greater ability to contact 
others, due to their greater overall level of adaptive functioning and greater social and 
communication skills. Therefore enabling them to take advantage of less able clients. 
Their personality features also show a greater motivation to interact with other people. 
It may be that, due to the agreeableness of this group, their behaviour has not been 
taken seriously in the past and they have not learnt clear messages about acceptable 
behaviour.
Examination of the other personality types suggests the group of those with 
victim-focused behaviour may be a more heterogeneous group. Those showing 
personality type 3 show more dominating and impulsive behaviour, showing these 
characteristics as more prevalent, but not significantly, in this population. The small 
sample size may reduce the power of these findings. The presence of impulsivity has 
previously been noted in this client group (Murphy, Coleman and Haynes, 1983: Day,
395
1994; Caparulo, Comte, Grafgen et a l, 1988) and may relate to the 
impulsive/opportunistic motivation outlined by Perkins (1991).
The profile of those showing victim-focused behaviour fits better with the model 
outlined by Finkelhor (1984), which was derived from those showing child sexual 
offences than the profile of those showing non-victim-focused behaviour and may point 
to the former showing unacceptable sexual behaviour to vulnerable adults. Those 
showing victim-focused behaviour are motivated as they want to interact with others, 
the victims are a potential sources of sexual arousal and alternative sources may be 
blocked due to the lowered adaptive functioning in this group due to the presence of a 
learning disability. Alternatively, those showing non-victim-focused behaviour do not 
have the appropriate motivation in that others may not be a source o f sexual arousal. 
Those showing victim-focused behaviour may have experienced social toleration and 
weak sanctions which may have overcome their internal inhibitions. The external 
inhibitions for both groups would be the same in terms of shared living and sleeping 
space with vulnerable adults. Those showing victim-focused behaviour may be more 
able to overcome victim resistance given their greater social and communication skills. 
This validates the findings to some extent.
Victim-focused behaviour may also have a nonsexual motivation, in terms of being an 
effective way to gain social contact.
The personality differences between groups are similar to those highlighted by 
Moncrieff and Pearson (1979) who found that those showing assaultative and 
non-assaultative exhibitionism and voyeurism showed differences in terms of a 
mania-depression continuum. Those who showed assaultative behaviour showed high 
scores on the mania subscale of the MMPI and those who showed non-assaultative 
behaviour showed high scores on the depression subscale of the MMPI. Although 
these are mental health subscales and not personality traits, the findings do seem to
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relate to the present study, in that the behavioural characteristics of depression, i.e. 
withdrawal, reduced sociability, isolation are seen in those showing non-victim-focused 
behaviour and those displaying victim-focused behaviour show characteristics of 
extraversion and sociability which would lie nearer the mania end of the continuum.
The results suggest that those showing non-victim-focused behaviour have some 
similarities to those with autism. Personality type 1, to which those showing 
non-contact most closely conform, seems to have some characteristics similar to 
autism, in terms of poor social relationships, lack of empathy and agitation. Also, this 
group showed poorer performance in the area of social and communication skills. The 
lack of awareness of the rules of social behaviour seen in those with autism would be 
consistent with the display of inappropriate sexual behaviour. For example, 
self-stimulation may be sought through masturbation, which may be displayed 
inappropriately due to the lack of understanding of social situations. However, 
diagnosis of autism was not found to discriminate between groups, although this 
disorder is notoriously underdiagnosed and heterogeneous, making the accuracy of the 
data suspect.
The current research did not find two groups of sexual offender related to the presence 
or absence o f other antisocial behaviour, as in Day (1994). It was expected that the 
victim-focused group may show a higher level of aggressive behaviour than the 
non-victim-focused group. Aggressive behaviour was not shown to discriminate 
between groups. It may be that the presence of aggression is not comparable to the 
‘other’ outlined by Day. He described his sample as those who have committed other 
non-sexual offences, with a lengthy history of antisocial behaviour. It may be that 
current levels of associated aggression do not capture the essence of the difference he 
highlighted. Also, overall levels of aggression were low in the sample. The method of 
recording aggression, using the FPR, was problematic due to the poor reliability of 
some of the scoring criteria (outlined in the method). Also, the measure is a snapshot
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of aggressive behaviour over the last week, which does not provide a historical 
perspective. Finally, the measure only records frequency rather than severity. As such, 
a low level of aggression would be recorded for those showing infrequent but 
extremely violent aggressive outbursts, thereby misrepresenting the aggression levels in 
the sample.
Age, epilepsy, psychiatric diagnosis and length of time in hospital did not differentiate 
between groups and therefore occur at similar rates in both groups or numbers are too 
small for significant results to be seen.
5.5.3. Implication o f Results
The results of this study have implications in terms of service responses to this 
behaviour. Victims with learning disabilities, especially those less able, and female staff 
are suffering potentially frequent unacceptable sexual behaviour and those with 
learning disabilities are also at risk of experiencing violent sexual assault. Service 
responses may be inadequate, although the sample was too small to assess this 
thoroughly. It may be that offenders are provided opportunities for offending due to 
environmental conditions, such as shared bedrooms. Female staff need also to be 
valued, and coping with unacceptable sexual behaviour should not be seen as ‘just part 
of the job’.
The behaviour needs to be taken seriously by services and not minimised. Care plans 
need to contain information on the behaviour shown by an individual and what is in 
place to deal with it. This should be reviewed regularly. Accurate information needs to 
be collected on a local and national level to more clearly define those showing this 
behaviour and their characteristics.
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The results show that those who show unacceptable sexual behaviour are not a 
homogeneous group and should not be treated as such. Examination of personality has 
yielded valuable insights into the source of the difference between groups of offenders. 
The assessment of personality may be useful in understanding the perpetrator and in 
designing appropriate intervention. Those showing non-victim-focused behaviour are 
likely to benefit from functional analysis techniques to assess the role o f a 
communicative function in the behaviour. Assessment of autism or autistic traits may 
also provide useful insights into the motivation behind non-victim-focused behaviour. 
They may also benefit from increased assessment of the stimulation in their 
environment, in that the levels of stimulation appropriate to their needs may not be 
high enough given their social difficulties.
Given the frequency and seriousness, or potential seriousness of victim-focused 
behaviour, comprehensive assessment is indicated. This needs to occur as the 
behaviour emerges, rather than when it is established. It is important for the agreeable 
personality of this group to be overlooked when evaluating the behaviour as serious. 
Assessment of sexual knowledge is important since good social and communication 
skills may mask a deficit in this area.
Personality assessment may yield useful information in terms of determining the risk of 
those showing non-victim-focused behaviour also showing victim-focused behaviour. 
Thirty percent of those who show victim-focused behaviour also show 
non-victim-focused behaviour. Personality assessment, in conjunction with assessment 
of adaptive functioning, of those showing non-victim-focused behaviour would show 
whether an individual showed a profile consistent with that of only non-victim-focused 
behaviour. If  they did not, there would be an increased risk of them showing 
victim-focused behaviour. Those showing personality traits consistent with personality 
type 3, in terms of impulsivity, may be more likely to reoffend and have a poorer 
prognosis (Prentky et a l , 1991).
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Those showing non-victim-focused behaviour are likely to benefit from clear education 
about the social rules of sexual behaviour which may not have been understood due to 
social skill and communication deficits. Provision of clear, concrete guidelines for the 
client to be applied consistently in the environment, is likely to yield positive results. 
Means of providing stimulation outside the company of others may be needed.
Those showing victim-focused behaviours may need to be provided with opportunities 
for appropriate outlets for sexual and social behaviour. Increased interaction levels may 
be indicated. Education in sexuality and relationship issues may be indicated via 
assessment.
5.5.4. Limitations o f the Study
The study sample was small, making the conclusions which can be drawn from the 
research tentative. Thirty-nine per cent of the sample were housed in accommodation 
for those with challenging behaviour and though this may be expected when 
investigating a behavioural problem, there may have been a reporting bias in terms of 
staff in these houses being more willing to acknowledge the presence of difficult 
behaviours and being more aware of them. However, given the low rate of reported 
aggression, this did not seem to bias the sample to one showing high levels of 
associated aggression.
The data was gathered over a fairly lengthy period (7 months). However, this should 
have had little effect on the findings since the behaviours were long-standing.
There were difficulties in case finding. No central register of those showing sexually 
inappropriate behaviour existed and the method adopted was the most practical 
available. Incidents causing injury or damage are consistently recorded on special
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forms, but no provision is made for recording sexual behaviour. This suggests a 
reticence on the part of services to acknowledge the existence of this behaviour. There 
is clearly a need for accurate recording of incidents of sexually inappropriate behaviour. 
Perhaps a screening questionnaire may have been a more objective method of 
establishing those showing unacceptable sexual behaviour, rather than relying on staff 
report.
The reliability of the measures used, i.e. staff report, case records, the Trust database, 
the CLCCQ and the FPR were limited. Staff report was used for establishing whether 
the victim was less able than the perpetrator, where the victim was another person with 
a learning disability. This may have yielded some inappropriate cases, i.e. not abusive 
and may have contributed to the heterogeneity o f the victim-focused behaviour group. 
The reliance on staff report was due to the limited information available on the level of 
clients’ intellectual functioning. Future work may need to gather this information on 
clients and victims.
The accuracy of the demographic data derived from the Trust database is likely to have 
had poor reliability due to poor updating procedures. Attempts were made to 
corroborate much of the information gathered via case records, however, there was a 
limited amount of basic data on file. This may have affected the between group 
differences shown. For example, the lack of between group difference for diagnosis of 
autism may have been due to the poor reliability of the database. Greater accuracy in 
updating existing information and an audit o f the basic information stored is called for.
Keyworkers were asked to complete the CLCCQ. The lowest amount o f time a 
participant had been known by a keyworker was for just a 4 month period. This may 
have meant the keyworker was not fully able to complete a personality inventory on the 
individual. However, there were only 2 keyworkers who had not known the participant 
for long and the mean length of acquaintance was over 2 years. Keyworkers may have
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had difficulty rating negative characteristics for their key clients. This was not observed 
during administration, but draws attention to the importance of validating this measure 
on this population. No rater reliability check was conducted on the measure, and would 
need to be conducted in future research using this tool as applied to this population.
The CLCCQ questionnaire was adapted for this population and some of the items were 
not relevant. However, overall changes were small and only required for 11 items. The 
main problem that seemed to arise from the administration was that some of the items 
were not able to be applied to those with learning disabilities, for example, those 
assessing more emotional or cognitive traits. However, this was easily solved by 
placing the items in the middle. This would be likely to yield a smaller range of possible 
personality types. Overall, the instrument was demonstrated as useful for use with 
those with learning disabilities.
The FPR was shown to have little established reliability, with the recording of 
‘unknown’ and ‘not applicable caused confusion for staff completing the forms, 
although as much as possible was checked out by the author. This instrument needs to 
be conducted by a trained researcher for research purposes, rather than care staff. 
However, it did yield a wide range of scores and was flexible for use in the study.
Aggression was used as a measure of other antisocial behaviour, in order to make 
comparison with the work of Day (1994). However, Day used previous convictions for 
other offences as the ‘other’ antisocial behaviour in his study. It is likely that levels of 
aggression as measured on the FPR are not useful for this comparison, and may 
account for the lack of between group difference shown.
A control group of those with learning disabilities who do not show unacceptable 
sexual behaviour, matched for age, sex and level o f ability, would have allowed greater
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exploration of the sample characteristics, service responses and the personality 
characteristics.
5.5.5. Future Research
More research with a larger sample may yield interesting findings by further 
investigating the personality of those who show victim-focused behaviour. Also, 
further research into the predictor variables involved in those showing victim-focused 
behaviour and non-victim-focused behaviour, in terms of predicting risk of 
victim-focused behaviour in those who show non-victim-focused behaviour. Further 
research into the personality profiles of those showing severe (penetrative) or mild 
(non-penetrative) victim-focused behaviour is warranted. Also, investigation the 
presence of autism as a factor in those showing non-victim-focused behaviour would 
clarify the role of this condition in this behaviour.
Validation of the CLCCQ on those with learning disabilities is proposed. An alternative 
version for those with learning disabilities may be developed, one which perhaps 
capitalises on the behavioural items.
Generally, more controlled studies are needed around the prevalence of this behaviour 
and more appropriate treatment methods. More appropriate assessment methods need 
to be developed and validated on this population. Further research into the 
characteristics of offenders and offences needs to be conducted.
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APPENDIX 1
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SAMPLE DEMOGRAPHIC DETAILS
i i l i iS i  i i i i i i i i I li iH lil! ! | |  Aet&lbgy..... Ethnic Chip!
1 3 9 M m o d e ra te X b la c k  o th e r
2  4 8 M se v e re a u tis m W h ite
3 4 9 M m o d e ra te X W h ite
4  5 2 M X X W h ite
5  3 4 M se v e re a u tis m C arib b ean
6  61 M m ild K lin e fe l te r W h ite
7  2 5 M m o d e ra te a n o x ia /a ta x ic  c p C arib b ean
8  35 M se v e re X W h ite
9  2 8 M m o d e ra te a u tis m W h ite
10 2 5 F se v e re a u tis m C arib b ean
11 31 M m o d e ra te a u tis m a n y  o th e r
12 2 7 M m o d e ra te a u tis m W h ite
13 2 6 M se v e re a u tis m C arib b ean
14 2 6 M m o d e ra te a u tis m W h ite
15 3 6 F se v e re a u tis m W h ite
16 35 M se v e re X W h ite
17  41 M se v e re X W h ite
18 33 M se v e re h e a d  t r a u m a b la c k  o th e r
19 3 6 M m o d e ra te h e a d  t r a u m a b la c k  o th e r
2 0  3 2 F se v e re X W h ite
2 1  52 M p ro fo u n d a u tis m W h ite
2 2  3 7 F se v e re X W h ite
2 3  4 7 M m o d e ra te X W h ite
2 4  4 4 M se v e re X W h ite
2 5  21 M m o d e ra te D o w n s /f ra g ile  X W h ite
2 6  31 M p ro fo u n d a u tis m W h ite
2 7  3 2 M m o d e ra te X a n y  o th e r
2 8  35 M se v e re X W h ite
2 9  7 0 M X X W h ite
3 0  4 7 M se v e re a u tis m W h ite
31 3 8 M m o d e ra te m o s a ic  D o w n s W h ite
3 2  7 9 M se v e re X W h ite
33  35 M X ru b e lla b la c k  o th e r
3 4  4 1 M X X W h ite
35  5 2 F X D o w n s W h ite
3 6  2 7 M se v e re a n o x ia W h ite
3 7  31 M m o d e ra te X in d ia n
3 8  35 M m ild X W h ite
3 9  59 M m o d e ra te a u ti s m W h ite
4 0  2 9 M m o d e ra te X W h ite
4 1  3 7 M m o d e ra te D o w n s W h ite
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S u b je c t Y r s J n  H o s p ita l E p is o d e s 1 o f  C a re O c c u p a t io n N e x t  o f  K in  
In v o lv e m e n t  i
1 0 2 b e h a v io u r  u n i t v
2 2 9 2 b e h a v io u r  u n i t
3 32 3 b e h a v io u r  u n i t *
4 4 4 3 b e h a v io u r  u n i t *
5 2 5 4 b e h a v io u r  u n i t X
6 12 2 o u ts id e  a c t iv ity /e m p lo y m e n t *
7 0 3 o u ts id e  a c t iv ity /e m p lo y m e n t *
8 0 1 so c ia l  e d u c a tio n *
9 0 1 b e h a v io u r  u n i t
10 0 1 b e h a v io u r  u n i t </
11 0 1 b e h a v io u r  u n i t V
12 0 1 b e h a v io u r  u n i t v
13 0 2 b e h a v io u r  u n i t
14 0 1 b e h a v io u r  u n i t v
15 0 2 o u ts id e  a c tiv ity /e m p lo y m e n t V
16 14 2 so c ia l  e d u c a tio n *
17 2 9 2 so c ia l  e d u c a tio n
18 2 6 2 so c ia l  e d u c a tio n V
19 15 2 so c ia l  e d u c a tio n V
2 0 2 5 2 so c ia l  e d u c a tio n X
21 41 4 so c ia l  e d u c a tio n
2 2 2 6 2 so c ia l  e d u c a tio n V
23 3 6 2 so c ia l  e d u c a tio n  (S S ) *
2 4 2 9 3 b e h a v io u r  u n i t X
2 5 0 1 o u ts id e  a c tiv ity /e m p lo y m e n t *
2 6 0 1 so c ia l  e d u c a tio n
2 7 0 1 so c ia l  e d u c a tio n «/
2 8 14 6 so c ia l  e d u c a tio n *
2 9 5 2 2 so c ia l  e d u c a tio n X
3 0 3 9 4 so c ia l  e d u c a tio n *
31 21 4 s o c ia l  e d u c a tio n X
3 2 4 8 5 so c ia l  e d u c a tio n X
33 2 8 3 s o c ia l  e d u c a tio n V
3 4 2 9 3 so c ia l  e d u c a tio n X
35 4 2 5 so c ia l  e d u c a tio n *
3 6 0 1 so c ia l  e d u c a tio n V*
3 7 0 2 so c ia l  e d u c a tio n V
3 8 0 1 o u ts id e  a c tiv ity /e m p lo y m e n t 0/
3 9 4 7 3 so c ia l  e d u c a tio n X
4 0 0 0 so c ia l  e d u c a tio n  (S S ) V
41 0 0 so c ia l  e d u c a tio n  (S S ) v/
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LIFECARE NHS TRUST
PSYCHOLOGY DEPARTMENT 
CONSENT FORM
Name of Participant:_____________________________
Workplace:________________________________
Name of Study:
AN INVESTIGATION INTO THE PERSONALITY FACTORS OF PEOPLE WHO SHOW 
INAPPROPRIATE/ANTISOCIAL SEXUAL BEHAVIOUR
The study requires the participant to:
- provide details of the sexually inappropriate/antisocial behaviour shown by their key client.
- complete a sorting task which may take 40-60 minutes.
- indicate a means by which access to FPR and demographic data on their key client may be 
gained.
Should the key worker report any ongoing situations which mav be considered abusive, they will 
be advised bv the researcher to follow Trust procedures.
th a n k y o u  fo r  y o u r  h e lp  in th is  s tu d y
I would/would not like to participate in the study outlined above:
Keyworker Name_________________________________
Signature _________________________________
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Sheetl
DEMOGRAPHIC DATA SHEET Res. No.
AGE
BORDERLINE
MILD
MODERATE
SEVERE
PROFOUND
TESTS USED AGE AT TESTING
SCORES OBTAINED
PHYSICAL DISABILITY
AETIOLOGY OF LD,i.e.
syndrome, chromosomal, brain
damage, etc
OTHER REFERRALS
psychiatry
art therapy
music therapy
speech therapy
physiotherapy
aromatherapy
psychology
PSYCHIATRIC DIAGNOSIS
SCHOOLS -•
MEDICATION
Page 1
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Sheetl
CATEGORIZATION SHEET
CLIENT NUMBER:
KEYWORKER:
DATE OF INTERVIEW:
INTERVIEW NUMBER:
NON-CONSENTING
BEHAVIOUR MALE MALE FEMALE FEMALE MINOR MINOR
ATTEMPT SUCCES ATTEMPT SUCCES ATTEMPT SUCCES
OFFENDER>OTHER
MASTURBATION
MASTURBATING SE _F ON OTHER
EJACULATE ON OThER
TOUCH- BREAST
GENITAL
BOTTOM
INSIDE/OUTSIDE CLOTHING
FINGER PENETRATION-GENITAL
ANAL
PENILE PENETRATION-GENITAL
ANAL
ORAL
OBJECT PENETRATION-GENITAL
ANAL
ORAL
OTHER>OFFENDER
MASTURBATION
TOUCH- GENITAL
BOTTOM
SOLITARY
VOYEURISM
MASTURBATION IN PUBLIC
HANDS DOWN TROUSERS
EXPOSURE/STRIPPING -
VICTIM DETAILS ANY OTHER BEHAVIOUR:
DETAILS:
AGE
ABILITY: MILD/MODERATE/
SEVERE/PROFOUND
PHYSICAL HANDICAP: Y/N
FORCE: Y/N
WEOPON: Y/N DETAILS:
BODILY HARM:
CLOTHED/UNCLOTHED:
OFFENDER DETAILS:
FREQUENCY:
DURATION:
Page 1
APPENDIX 5
F A C T O R  A N A L Y S I S
Analysis number 1 Listwise deletion of cases with missing values
Extraction 1 for analysis 1, Principal Components Analysis (PC)
Initial Statistics:
Variable Communality *
*
Factor Eigenvalue Pet of Var Cum Pet
VAR001 1.00000 * 1 9.22907 22.5 22.5
VAR002 1.00000 * 2 3.66249 8.9 31.4
VAR003 1.00000 * 3 3.32390 8.1 39.5
VAR004 1.00000 * 4 2.05429 5.0 44.6
VAR005 1.00000 * 5 1.90631 4.6 49.2
VAR006 1.00000 * 6 1.56503 3.8 53.0
VAR007 1.00000 * 7 1.46368 3.6 56.6
VAR008 1.00000 * 8 1.37160 3.3 59.9
VAR009 1.00000 * 9 1.31143 3.2 63.1
VAR010 1.00000 * 10 1.12267 2.7 65.9
VAR011 1.00000 * 11 1.05181 2.6 68.4
VAR012 1.00000 * 12 1.00751 2.5 70.9
VAR013 1.00000 13 .88534 2.2 73.1
VAR014 1.00000 * 14 .82662 2.0 75.1
VAR015 1.00000 * 15 .76279 1.9 76.9
VAR016 1.00000 * 16 .73936 1.8 78.7
VAR017 1.00000 * 17 .69480 1.7 80.4
VAR018 1.00000 * 18 .67906 1.7 82.1
VAR019 1.00000 * 19 .64532 1.6 83.7
VAR020 1.00000 * 20 .57901 1.4 85.2
VAR021 1.00000 * 21 .56559 1.4 86.5
VAR022 1.00000 * 22 .50166 1.2 87.7
VAR023 1.00000 * 23 .47999 1.2 88.S
VAR024 1.00000 ■k 24 .45597 1.1 90.(
VAR025 1.00000 ■k 25 .44403 1.1 91.(
VAR026 1.00000 * 26 .40412 1.0 92. (
VAR027 1.00000 * 27 .39096 1.0 93.(
VAR028 1.00000 * 28 .35062 .9 93.?
VAR029 1.00000 * 29 .32543 -.8 94.(
VAR030 1.00000 * 30 .29343 .7 95.-
VAR031 1.00000 * 31 .26750 .7 96.1
VAR032 1.00000 * 32 .24514 .6 96.i
VAR033 1.00000 * 33 .23451 .6 97.1
VAR034 1.00000 * 34 .21851 .5 97.'
F A C T O R  A N A L Y S I S
Variable Communality * Factor Eigenvalue Pet of Var Cum Pc
VAR035 1 . 0 0 0 0 0 * 35 .18831 .5 98.
VAR036 1 . 0 0 0 0 0 * 36 .18210 .4 98.
VAR037 1 . 0 0 0 0 0 ■k 37 .15630 .4 99.
VAR038 1 . 0 0 0 0 0 ■k 38 .13664 .3 99.
VAR039 1 . 0 0 0 0 0 k 39 .12576 .3 99.
I
VAR040 1.00000 * 40 .08210 .2
VAR041 1.00000 * 41 .06921 .2
PC extracted 4 factors.
Factor Matrix:
Factor 1 Factor 2 Factor 3 Factor
VAR001 .16353 .31790 .29289 .18448
VAR002 .41035 -.14634 -.28740 .22102
VAR003 .48316 .09687 .25933 .23834
VAR004 .26233 .11909 .55613 .11137
VAR005 .44054 .09453 -.49102 -.37079
VAR006 .20468 .17619 .59366 .01222
VAR007 .56710 .11548 .24863 .16307
VAR008 .63315 .23582 .04587 -.05052
VAR009 .58201 -.21297 -.15218 -.19582
VAR010 .37418 .39621 .21907 -.31839
VAR011 .65569 -.39553 .00048 -.03909
VAR012 .28080 .39956 -.10875 .33775
VAR013 .57711 -.12160 -.19363 .15974
VAR014 .40751 .29544 .10042 .18655
VAR015 .47480 -.29486 -.04016 -.00960
VAR016 .65752 -.25252 .29189 -.07554
VAR017 .31675 .38590 -.28674 .22205
VAR018 .55399 .22598 -.26504 -.13978
VAR019 .43477 -.00334 .20980 -.42048
VAR020 .63296 -.25670 -.11477 -.01341
VAR021 .56412 -.41305 -.04468 -.33594
VAR022 .41591 .34809 .15614 -.19078
VAR023 .53892 .15517 .20188 .18070
VAR024 .53875 .24804 -.11414 -.50770
VAR025 .54769 -.07173 .39395 .09158
VAR026 .33636 .53321 -.18058 .04820
VAR027 .34516 .53906 -.14885 -.07656
VAR028 .68014 -.33552 .17044 -.10879
VAR029 .33159 .16817 .07135 .54988
VAR030 .68685 -.43246 .04981 -.05441
VAR031 .36775 .06753 .11666 -.17270
F A C T O R  A N A L Y S I S
Factor 1 Factor 2 Factor 3 Factor
VAR032 .35869 -.03827 .37243 .08603
VAR033 .56493 -.09604 -.43048 .25092
VAR034 .60452 -.35391 -.29606 .22770
VAR035 .60901 -.12304 -.08891 -.01374
VAR036 .50488 .24854 -.06875 .32548
VAR037 .31738 .59266 -.29958 -.13368
VAR038 .15630 .66866 -.00796 -.24461
VAR039 .40473 -.18420 -.52835 .24070
VAR040 .32426 -.18416 .63606 .00549
VAR041 -.12278 .03900 .39539 .03044
Final Statistics:
99.8
1 0 0 . 0
%
Variable Communality *
*
VAR001 .24762 *
VAR002 .32125 *
VAR003 .36688 *
VAR004 .40468 *
VAR005 .58160 *
VAR006 .42552 *
VAR007 .42334 *
VAR008 .46115 *
VAR009 .44560 k
VAR010 .44636 k
VAR011 .58789 *
VAR012 .36439 *
VAR013 .41085 *
VAR014 .29824 *
VAR015 .31408 *
VAR016 .58700 k
VAR017 .38077 k
VAR018 .44776 k
VAR019 .40986 k
VAR020 .47989 k
VAR021 .60369 k
VAR022 .35493 k
VAR023 .38792 k
VAR024 .62256 k
VAR025 .46869 *
VAR026 .43238 k
VAR027 .43774 k
VAR028 .61606 k
VAR029 .44570 k
Factor Eigenvalue Pet of Var Cum Pet
9.22907
3.66249
3.32390
2.05429
22.5
8.9
8 . 1
5.0
22.5
31.4
39.5
44.6
F A C T O R  A N A L Y S I S
Variable Communality k
VAR030 .66422 k
VAR031 .18324 k
VAR032 '.27622 k
VAR033 .57664 k
VAR034 .63020 k
VAR035 .39413 k
VAR036 .42734 k
VAR037 .55959 k
VAR038 .53143 k
VAR039 .53483 k
VAR040 .54366 k
VAR041 .17385 k
Eigenvalue Pet of Var Cum Pet
OBLIMIN rotation 1 for extraction 1 in analysis 1 - Kaiser Normalizatio
OBLIMIN converged in 30 iterations.
Pattern Matrix:
Factor 1 Factor 2 Factor 3 Factor 4
3
VAR001 -.17307 .13549 .37534 .25458
VAR002 .44168 -.07154 -.15911 .30217
VAR003 .21856 .04876 .40694 .30074
VAR004 -.00634 .03032 .62513 .07874
VAR005 .38180 .52584 -.44279 -.09966
VAR006 -.08797 .11169 .63467 -.01207
VAR007 .27531 .14088 .40215 .25935
VAR008 .29577 .41822 .18858 .16715
VAR009 .62157 .18465 -.07207 -.09565
VAROIO -.01874 .59757 .26203 -.11440
VAROll .76147 -.04849 .10848 -.03642
VAR012 -.07881 .19429 .04489 .53900
VAR013 .53380 .02993 -.04156 .27065
VAR014 .05887 .22703 .24035 .34421
VAR015 .56362 -.04779 .04212 -.00335
VAR016 .60966 .04228 .39465 -.08214
VAR017 .00064 .29491 -.14227 .47562
VAR018 .31143 .48402 -.14738 .13375
VAR019 .31500 .38517 .22010 -.33739
VAR020 .66788 .04741 .00593 .05804
VAR021 .73872 .10322 -.01112 -.32406
F A C T O R A N A L Y S I S
Factor 1 Factor 2 Factor 3 Factor 4
VAR022 .04754 .50284 .23026 .00785
VAR023 .23445 .15625 .35664 .29410
VAR024 .28502 .70966 -.07059 -.23138
VAR025 .36960 .01948 .51300 .08961
VAR026 -.09452 .50845 -.05702 .35085
VAR027 -.08832 .59118 -.04692 .23381
VAR028 .71033 .02582 .26993 -.11076
VAR029 .06872 -.12246 .25397 .62007
VAR030 .80192 -.06262 .15775 -.06798
VAR031 .21440 .27002 .16571 -.07912
VAR032 .21187 -.01322 .45239 .06027
VAR033 .54532 .01949 -.25547 .41318
VAR034 .73064 -.16415 -.13833 .27722
VAR035 .55189 .13610 .03488 .09526
VAR036 .18475 .15963 .11973 .51296
VAR037 -.11264 .67931 -.20607 .22844
VAR038 -.33149 .71198 .02668 .05478
VAR039 . .50884 -.08104 -.39306 .35867
VAR040 .24419 -.11936 .67592 -.13230 -
VAR041 -.19606 -.08678 .36528 -.07254
Structure Matrix:
Factor 1 Factor 2 Factor 3 Factor 4
VAROOl -.06197 .20451 .37894 .26302
VAR002 .45552 .06917 -.11519 .35304
VAR003 .32131 .21818 .44271 .35200
VAR004 .08186 .13220 .62988 .09438
VAR005 .43269 .52702 -.32961 .06704
VAR006 .00499 .17724 .64012 .00866
VAR007 .39130 .31312 .45624 .33940
VAR008 .43462 .54548 .28168 .30720
VAR009 .63921 .29047 .02070 .04036
VAR010 .12368 .60472 .34049 .01667
VAROll .75715 .12581 .18556 .07369
VAR012 .05301 .30023 .07161 .56961
VAR013 .57803 .20023 .02604 .35984
VAR014 .18911 .34785 .28370 .40658
VAR015 .55727 .08109 .09791 .07496
VAR016 .64983 .21275 .46669 .02858
VAR017 .12392 .37874 -.09390 .53749
VAR018 .42230 .56116 -.04401 .28514
VAR019 .37129 .41142 .30267 -.20101
- - -------  F A C T O R A N A  L Y S I S - - —  •
Factor 1 Factor 2 Factor 3 Factor 4
VAR020 .68801 .20753 .08738 .17272
VAR021 .70956 .19356 .07973 -.18647
VAR022 .18472 .54673 .30497 .12819
VAR023 .35420 .32079 .40888 .37038
VAR024 .39694 .71228 .05509 -.03388
VAR025 .44470 .19084 .55807 .15980
VAR026 .06563 .55603 .00824 .44561
VAR027 .07284 .61610 .02854 .34767
VAR028 .72861 .19500 .35040 .01011
VAR029 .16678 .06232 .25468 .60829
VAR030 .79502 .12050 .23686 .04618
VAR031 .27971 .32277 .22541 .01567
VAR032 .26849 .10877 .47500 .09775
VAR033 .58582 .19379 -.18573 .49846
VAR034 .72255 .03747 -.07556 .35343
VAR035 .60053 .28282 .11631 .21156
VAR036 .31317 .32812 .17044 .57841
VAR037 .04941 .67578 -.12124 .35508
VAR038 -.16360 .65474 .08899 .15808
VAR039 .50351 .05445 -.34210 .41421
VAR040 .27219 -.00128 .68439 -.10922
VAR041 -.18598 -.09525 .33043 -.11613
Factor Correlation Matrix:
Factor 1 Factor 2 Factor 3 Factor 4
Factor 1 1 . 0 0 0 0 0
Factor 2 .21965 1 . 0 0 0 0 0
Factor 3 .11077 .13785 1 . 0 0 0 0 0
Factor 4 .15615 .21719 .01608 1 . 0 0 0 0 0
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THE "COMMON-LANGUAGE" CHILD Q-SET
ITEM
1|. He shows his thoughts and feelings in the way he
looks and acts, but he does not talk much about
what he thinks and about how he feels.
2. He is considerate and thoughtful of other people.
3l He is a warm person and responds with kindness
! to other people.
4. He gets along well with other people.
5. Other* kids look up to him and seek him out.
6. He is helpful and cooperates with other people.
7. He likes physical affection, (for example, he
j likes to hug; he likes to be held)
8 He likes to keep his thoughts and feelings to
himself.
He makes good and close friendships with other 
people.
1<J). " His friendships don’t last long; he changes ^  
friends a lot.
1 h /  He tries to blame other people for things he 
has done.
12. He starts to actfTmrr^ture^when he faces difficult 
problems or when he is under stress, (for example, 
he whines, or has tantrums)
13. He tries to see what and how much he can get away 
with. He usually pushes limits and tries to 
stretch the rules.
14. He tries hard to please other people.
5. He shows concern about what’s right and what’s
wrong, (for example, he tries to be fair)
16. He is proud of the things he’s done and made.
o
17. He acts very^masculine). -  ~
IS. He lets other kids know it when he’s upset or
I angry. He doesn’t hold back his feelings when
^  he feels upset or angry with them. —
19. He is open and straightforward. —
20. He tries to take advantage of other people.
2fl. He tries to be the center of attention, (for
example,, by showing off, or by offering to do ^  
things.
2^. He tries to get others to do what he wants by
playing up to them. He acts charming in order 
to get his way.
23. He is nervous ancTfea^A)
24. He worries about things for a long time.
25. He thinks things out and you can explain things
to him like you can to a grown-up.'- —
o  ^
26/" He is physically active. He enjoys running, 
playing, and exercise.
27. He looks different from other kids his own age.
(for example, he is much taller or shorter,______
under - or overweight, or physically (Handicapped).
If he doesn’t look different, put this card in the 
middle pile.
28. He is energetic and full of life.
29. He is protective of others. He protects people
who are close to him.
O :
3,0. Most adults seem to like him.
i
31. He is able to see how others feel; he can put 
himself in their place.
32. He gives, lends, and shares things.
33. He cries easily.
34. He is restless and fidgety; he has a hard time 
sitting still.
5. He holds things in. He has a hard time expressing 
himself; he’s a little bit uptight.
3. He finds ways to make things happen and get things 
done.
7. He likes to compete; he’s always testing and comparing 
himself to other people.
38. He has an unusual way of thinking about things - for 
better or for worse, he puts things together in his 
head in a different way than other people would.
39. He freezes up when things are stressful, or else 
he keeps doing the same thing over and over.
O p .  He is curious and exploring; he likes to learn and ^
experience new things. ^
4fl. He is determined in what he does; he does not give _ 
up easily.
r"...
4p. He is an interesting (child; people notice him and
remember him.  '
43. He can bounce back or recover after a stressful or 
bad experience.
44. He gives in or backs down when he has a conflict or 
a disagreement with others.
When he is under stress, he gives up and backs off.
v/'
o46. He tends to go to pieces under stress; he gets 
rattled when things are tough.
47. He has high standards for himself. He needs to do 
very well in the things he does.
48. He needs to have people tell him that he’s doing 
well or ok. He is not very sure of himself.
49. He has specific habits or patterns of behavior.
(for example, he taps his fingers on table, bites 
fingernails, stutters, bites lips)
If he doesn’t do any of this, put the card in the 
middle pile.
50. He tends, to get sick when things go wrong or when 
there is a lot of stress, (for example, he gets 
headaches, stomach aches, throws up)
If he doesn’t do this, put this card in the 
middle pile.
51. He is well-coordinated, (for example, he does 
well in sports)
52. He is careful not to get hurt (physically).
^>53. He has a hard time making up his mind; he _
changes his mind a lot.
, 54. His moods are unpredictable - they change often
^  and quickly.
I ; - -.
55. He worries about not getting his share of toys,
| food, or love. He seems afraid he won’t get
enough.
56}. He is jealous and envious; he wants what other 
people have.
57). He exaggerates about things that happen to him; 
he blows things out of proportion.
I 58. He openly shows the way he feels, whether it’s
good or bad. He shows his emotions openly. -
59. He is neat and orderly in the way he dresses
and acts. _
60. He gets nervous if he’s not sure what’s going to 
happen or when it’s not clear what he’s supposed 
to do.
61. He judges other people; he has very strong opinions
o about the things other people do.
62. He is obedient and does what he is told.
63. He is fast-paced; he moves and reacts to things 
quickly.
64. He is calm and relaxed, easy-going.
65. When he wants something, he wants it right away.
He has a hard time waiting for things he wants and 
likes.
.66. He pays attention well and can concentrate on things.
67. He plans.things ahead; he thinks before he does
something. He "looks before he leaps."
‘ 68. He is a very smart kid)(even though his^grades in 
school might not show this).
69. He has a way with words; he can express himself well 
with words.
70. He daydreams; he often gets lost in thought or a 
fantasy world.
71. He often asks grown-ups for help and advice.
. 72. He often feels guilty; he is quick to blame himself,
even though he might not talk about it.
o
o  73. He has a sense of humor - he likes to laugh at 
funny things.
74. He usually gets wrapped up in what he’s doing.
75. He is cheerful.
76. He can be trusted; he’s realiable, and dependable.
j
77. He feels unworthy; he has a low opinion of himself. 
7:
O
o
8. His feelings get hurt easily if he is made fun of 
or criticized.
He is suspicious - he doesn’t really trust other 
people.
80. He teases and picks on(other kids ^including his own 
brothers and sisters).
81. He can talk about unpleasant things that have happened 
to him. (for example, he can talk about things when 
they go wrong, or when he’s upset about something)
82. He speaks up and sticks up for himself; he goes after 
what he wants.
83. He tries to be independent and do things without the 
| help of other people. He tries not to rely on JS~
other people.
84. He is ^talkative child; he talks a lot. ^
85. He is aggressive, (for example, he picks fights or 
' starts arguments)
86. He likes to be by himself; he enjoys doing things 
alone.
i  j
87. He tries to copy and act like the people he admires 
and looks up to.
88. He is self-confident and sure of himself; he makes 
up his own mind on his own.
I -8-
69.
i
He’s able to do many things well; he skillful.
90. He is stubborn.
i
9|1. His emotions don’t seem to fit the situation, (for 
example, he either over-reacts, doesn’t seem to 
care, or sometimes his reactions just don’t make 
sense)
92. He is attractive, good-looking.
93. . He’s bossy and likes to dominate other people.
O 9I. He whines or pouts often.
95. He lets little problems get to him and he is easily 
upset. It doesn’t take much to get him irritated
or mad.
96. He is creative in the way he looks at things; the way
! he thinks, works or plays is very creative.
97. He likes to dream up fantasies; he has a good
imagination.
96. He is shy; he has a hard time getting to know people.
99.^ He thinks about his actions and behavior; he uses ^
his head before doing or saying something.
100. Other kids often pick on him; he’s also often blamed 
for things he didn’t do.
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C l i e n t  n u m b e r  
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functional Performance Record
FUNCTIONAL PERFORMANCE RECORD
Client Details
Family nam e...............................................................................  Client n o ......
First nam e/s........................................................ ........................  NHS n o .........
Date of birth............................   Age.......  Sex.......  Marital status.
Address.
Postcode.....................................................................  Telephone no
Authority of origin:................................................................................
Receiving authority:...............................................................................
Services received:........ .........................................................................
Groups attended:...................................................................................
Doctor...
Address.
Postcode..  Telephone no
Next of kin.............................................................................................
Address...................................................................................................
Postcode.....................................................................  Telephone no
Other contacts (e.g. social worker).................................................... .
Case worker Date of assessment
Functional Performance Record
FUNCTIONAL PERFORMANCE RECORD
David Mulhall
This booklet contains all the topics covered by the Functional Performance Record. Instructions for its use are 
to be found in the Handbook.
When recording the observable behaviour of a particular individual, only relevant topics should be used. The 
more wide-ranging the person’s disability, the greater will be the number of topics covered. It is not intended 
that all topics should be used with each person. This would be too time-consuming to be practical and it 
would be wasteful to record irrelevant topics: the aim is rather to identify specific problems.
Please note that it is possible to use this checklist for three separate assessments of the same person in order 
to look at their progress. Three columns of response boxes have been provided for this purpose. It is therefore 
advisable to note the date o f each assessment at the top of each column, both here and on each topic.
Tick the box next to each area to be assessed
D a te ...................... D ate
10 activity level.......................... .......... □ □ □ 140 movement of limbs and trunk......... n n n
20 aggression.............................. .......... □ □ □ 150 number skills................................... . □ □ □
30 attention span....................... .......... □ □ □ 160 personal hygiene.............................. n n n
40 domestic/survival skills.......... .......... □ □ □ 170 personal safety................................. n n n
50 dressing (female)................... ......... □ □ □ 180 reading skills......................... ........... n n n
60 dressing (male)..................... ......... □ □ □ 190 social behaviour................................ n n n
70 feeding.................................. .......... □ □ □ 200 socially unacceptable behaviour...... . □ □ □
80 fits......................................... .......... □ □ □ 210 speech and language production......
90 hearing.................................. ....... 220 speech and language reception....... □ □ □
100 incontinence.......................... ......... □ □ □ 230 toileting............................................. □ □ □
110 memory.......................... ....... .......... □ □ □ 240 touch, temperature and hypothermia □ □ □
120 mobility................... ............. ......... □ □ □ 250 transportation................................... □ □ □
130 motor coordination and 260 vision............................................... □ □ □
loss of balance.................... □  □ □ 270 writing skills.................................... □ □ □
O r d e r  c o m p le te d  b y ... . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
a t . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .D a te . . . .
Functional Performance Record: Activity Level
Activity Level
How did s/he respond to supervision during the last week?
Codes
no supervision needed = 1 incapable, regardless of supervision = 7
responsive to supervision = 3 not applicable = 9
unresponsive to supervision = 5 unknown = 0
dressing.........................................................................................................................................  EE EE EE
toileting................................................................................... ...................................................... EH EH EH
personal hygiene......................................... .................................................................................  EH EH EH
feeding...........................................................................................................................................  EH EH EH
domestic tasks....................................................... ....................................................................... EH EH EH
individual leisure/recreation activities......................................................................................  EH EH EH
group leisure/recreation activities................................................................................... ..........  EH EE EH
education training (for example, school).........................  ....................................................................□  □  □
therapy (f°r example, occupational therapy, physiotherapy)  ........................................   □ □ □
work/training centre................................     □ □ □
sheltered employment ...........................................................  : □□□
open employment..................................  □ □ □
How active, on average, was s/he during the last week?....................................... EH EH EH
Codes
appropriate level of activity = 1 underactive/not motivated = 5
over/hyperactive = 3 unknown = 0
First Assessment- Date- ........... Second Assessment: Date:...................... Third Assessment: Date:...........................
Source of information- ................... Source of information:............................. Source of information:.............................
observed? Yes EE No EE
reported by- ....................
observed? Yes El No EE 
reported by: ........................................
observed? Yes EH No EE 
reported by: ........................................
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Functional Performance Record: Aggression
20 Aggression
To whom was s/he aggressive during the last week?
not during the last week = 1
Codes
at least once a day = 7
only once = 3 not applicable = 9
on some but not all days = 5 unknown = 0
verbal
U se  b o th  c o lu m n s  aggression
him/herself (for example, self-mutilation) ..........................  .........................................................................□  □  □
male relatives........................... ............................................... .................................  I II II I
male friends............................................................................................................. I II II I
male staff..................................................................................................... ............ I II II I
male residents/clients..........................  □ □ □
males with passing involvement (for example, visitors, voluntary workers)  ........  □ □ □
female relatives.................................................................... 1..................................  I II II I
female friends.........................................................................................................  EH HE dZI
female staff...................... ........................................................................................  EE EE EE
female residents/clients..........................................................................................  EE EE EE
females with passing involvement (for example, visitors, voluntary workers)  ..................... □ □ □
physical
aggression
□ □□□ □□□ □□□ □□□ □□□ □□□ □□□ □□□ □□□ □□
□  □ □
Whose property did s/he break, damage or abuse in the last week?
not during the last week = 1
Codes
at least once a day = 7
only once = 3 not applicable = 9
on some but not all days = 5 unknown = 0
his/her own belongings................................................................................................................ I—] 1—I L—I
personal belongings of:
male relatives.......................................................................................................   ,.... 1—11—11—1
male friends...................................      □ □ □
male staff................................  ;     □ □ □
male residents/clients...................... .        □ □ □
female relatives...............................           □ □ □
female friends..............................   :............... .................... ...........
female staff...............................    ..;................................. :....:.........    □ □ □
female residents/clients          ;..........   □ □ □
public property (for example, hospital, day/residentialmU)    ....... ........................  LJ Q  Q
other property ........ ...... ......................................................................................................... F 11~ j | j
0.W.W IM WM'U-'Wyy
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Functional Performance Record: Aggression
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Under what circumstances did s/he generally become aggressive 
in the last week?
not during the last week = 1 
only once = 3
on some but not all days = 5
Codes
at least once a day = 7 
not applicable = 9 
unknown = 0
gradual
U se  b o th  c o lu m n s  onset
when provoked by others............................................................................................EH EH EH
when asked to do something............................................................  EH EH EH
for specific reasons ■............      □ □ □
specify........................................... ......................................................................
for no observable reason EH EH EH
sudden
onset
□  □ □□ □□□ □□
□ □□
First Assessment: Date:............
Source of information:.............
observed? Yes EE No EE
reported by: ........................
Second Assessment: Date:.......
Source of information:.............
observed? Yes EE No EH
reported by: ........................
Third Assessment: Date:..........
Source of information:............
observed? Yes EE No EE
reported by: ............. .........
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Functional Performance Record: Attention Span
30 Attention Span
How long on average did s/he concentrate on tasks in the last week?
Codes
sufficient to finish task = 1 under 1 minute without finishing task = 7
15-30 minutes without finishing task = 3 not applicable = 9
1-15 minutes without finishing task = 5 unknown = 0
with without
U se  b o th  c o lu m n s  supervision supervision
dressing................................................................................................................  □  CD CD □ □ □
undressing......................................... ................................................................... CD CD CD CD CD CD
toileting................................................................................................................  CD CD CD CD CD CD
washing hands and face...................................................................................... CD CD CD CD CD CD
bathing/showering..............................................................................................  CD CD CD CD CD CD
eating a meal........................................................................................................ □ □ □  □ □ □
making a bed....................................................................... ................................  CD CD CD CD CD CD
How long on average did s/he concentrate on activities in the last week?
Codes
longer than 30 minutes = 1 less than 1 minute = 7
between 15 and 30 minutes = 3 not applicable = 9
between 1 and 15 minutes = 5 unknown = 0
with without
Use both columns supervision supervision
individual leisure/recreation activities.................... ................................. ..... □ □ □ □  □ □
group leisure/recreation activities.......................... ... ................................... □ □ □ □  □ □
education/training (for example, school).......................... .......................................□ □ □ □  □ □
therapy (for example, occupational therapy, physiotherapy)....... .......................................□ □ □ □  □ □
work/training centre.................................................. □  □ □ □  □ □
sheltered employment............................................... □ □ □ □  □ □
open employment....................................................... □ □ □ □  □ □
Second Assessment: Date:...................... Third Assessment: Date:...........................
Source of information:......................
observed? Yes CD No CD observed? Yes CD No CD observed? Yes CD No CD
reported by: ....................
P u b l i s h e d  b y  T h e  N F E R - N E L S O N  P u b U s h in i  C o m p e u y  l M ,
Functional Performance Record: Domestic and Survival Skills
40 Domestic and Survival Skills
Which domestic activities does s/he manage?
alone = 1
Codes
completely dependent = 7
with verbal prompts = 3 not applicable = 9
with practical help = 5 unknown = 0
budgets money appropriately (for rent, food, clothes, for example).....................................................  EH I—1 f—1
pays bills (gas, electricity and so on)...................................................................................................... EH EH EH
goes to shops to buy food (necessary for balanced d iet)...................................................................... EH 1—1 EH
goes to shops to buy clothes.............................   □ □ □
prepares hot drinks.....................................................................................................................  E H E l11—1
prepares snack meals ’.............................................................................................................  EH EH EH
prepares full meals.......................................................................................................................  E H 1—1t—1
washes dishes............................................................................. ............................. ....................  EH EH EH
keeps premises clean..:...... /........................................................... ..............................................  EH EH EH
keeps premises tidy (without unnecessary hoarding)  .............. ............................ □  □  □
tends plants (houseplants, window box, gardening)....................................................................... .........  EH EH EH
disposes of refuse appropriately........................................ ........................................................ EH EH EH
does laundry by hand.................................................................................................................. EH EH EH
does laundry using launderette...................  ....:...........................  EH EH EH
dries washing.............................................................. ......................................................... .......  EH EH EH
does ironing................................................... ...............................................................................  EH EH EH
mends clothes...................... .................................................. ..................................................... EH EH EH
does simple household repairs (such as clearing sink wastepipe, replacing light bu lb)  ....  .....................□  □  □
Calls in tradesmen (for example, electrician, plumber)................... ................ ............................. ........ □  □  □
cooperates with Other residents (shares tasks, facilities, for exam ple)............. ... ................................ □  □  □
takes prescribed medicines appropriately................................................................................ EH EH EH
goes to bed at appropriate tim e.................................................................................................EH EH EH
gets up at appropriate time.............................   □ □ □
asks for help appropriately (from neighbours, social worker, GP, for example)  ......................   □ □ □
uses private telephone................................................................................................................. EH EH EH
uses public telephone...................................................................................................................EH EH EH
First Assessment: Date:.............
Source of information:..............
observed? Yes EH No EH
reported by: ........................
Second Assessment: Date:.......
Source of information:.............
observed? Yes EH No □  
reported by: ........................
Third Assessment: Date:...........
Source of information:.............
observed? Yes □  No □  
reported by: .........................
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Functional Performance Record: Dressing -  Female
50 Dressing -  Female
Which items of clothing was she able to manage during the last week?
Codes
alone (with or without aids) = 1 completely dependent = 7
with verbal prompts = 3 not applicable = 9
with some practical help = 5 unknown = 0
U se  b o th  c o lu m n s  dressing undressing
underclothes:
pants............................................................. ......................................................................□ □ □ □  □ □
vest.............................................................. ................................................... □  □  □ □  □ □
bra............................................................... ................................................... □ □ □ □  □ □
suspender belt/corset........... ..................... ................................................... □  □  □ □  □ □
stockings/tights.......................................... ....................................................□  □  □ □  □ □
socks............................................................ ................................................... □ □ □ □  □ □
outerclothes:
dress/petticoat............................................ ................................................... □ □ □ □  □ □
skirt/slip...................................................... ................................................... □ □ □ □  □ □
blouse.......................................................... ................................................... □ □ □ □  □ □
jumper......................................................... ................................................... □ □ □ □  □ □
trousers........................................................ .................................................................. □ □ □ □  □ □
j acket/cardigan......................................... □  □ □
overcoat.................................. :................... □  □ □ □  □ □
shoes/boots................................................. □  □ □ □  □ □
slippers...................................... ................. □  □ □ □  □ □
gloves.......................................................... □  □ □ □  □ □
fastenings:
zips.............................................................. ............. .........................................................□  □  □ □  □ □
buttons........................................................ .......................................................................□ □ □ □  □ □
hook and eye fastenings............................ ...................................................................... □  □  □ □  □ □
buckles (on belt, shoes, fo r  example)............................ .......................... □  □ □
velcro fastenings......................................... □  □ □ □  □ □
press-studs/poppers................................... □  □ □ □  □ □
shoelaces..................................................... □  □ □ □  □ □
continued
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Functional Performance Record: Dressing -  Female
Did she put on clothes (unaided) in the correct order during the last week? EH EH EH
Codes
order always correct = 1 not applicable/did not dress unaided = 9
order sometimes correct = 3 unknown = 0
order never correct = 5
Which position did she use mainly in dressing during the last week?
standing = 1
Codes
not applicable = 9
sitting = 3 unknown = 0
lying down = 5
dressing........................................................................................................................................  EH EH EH
undressing....................................................................................................................................  EH EH EH
First Assessment: Date:............
Source of information:.............
observed? Yes □  No □  
reported by: ........................
Second Assessment: Date:......
Source of information:............
observed? Yes □  No □  
reported by: .......................
Third Assessment: Date:..........
Source of information:.............
observed? Yes □  No □  
reported by: .......................
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Functional Performance Record: Dressing -  Male
60 Dressing -  Male
Which items of clothing was he able to manage during the last week?
alone (with or without aids) = 1
Codes
completely dependent = 7
with verbal prompts = 3 not applicable = 9
with practical help = 5 unknown = 0
Use both columns dressing undressing
underclothes:
pants.....
vest.......
socks.....
   : □ □ □
 □ □ □
   □ □ □
outerclothes:
shirt  .........................................................................................................□ □ □
tie .................................................................................................   □ □ □
sweater..............................  .......................................... ....................................□  □  □
trousers ..........................     □ □ □
jacket/cardigan.................................................................................................EH EH EH
overcoat.............................     □ □ □
shoes/boots............................................... ....................................... . EH EH EH
slippers.............................................................................................r.'.............. EH EH EH
gloves.............................     □ □ □
fastenings:
Zips.................................................... ................. .............................................. □  □  □
buttons................................... ..................... .....................................................EH EH EH
clasp (on trousers, fo r  example)............................     □ □ □
buckles (on belt, shoes, fo r  example)..........................  ;................. □ □ □
velcro fastenings......................................... .....................................................EH EH EH
press-studs/poppers......................................................................................... EH EH EH
shoelaces.............................  □ □ □
□ □□ □ □□ □ □□
□ □□ □ □□ □ □□ □ □□ □ □□ □ □□ 
□ □□ □ □□ □ □□
□ □□ □ □□ □ □□ □ □□ □ □□ □ □□ □ □□
Did he put on clothes (unaided) in the correct order during the last week? EH EH EH
Codes
order always correct = 1 not applicable/did not dress unaided = 9
order sometimes correct = 3 unknown = 0
order never correct = 5
continued
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Functional Performance Record: Dressing -  Male
D m O Z m t? .  -  M ni-r; (.
Which position did he use mainly in dressing during the last week?
standing = 1
Codes
not applicable = 9
sitting = 3 unknown = 0
lying down = 5
dressing....
undressing.
□□n
□□□
Second Assessment: Date:...................... Third Assessment: Date:...........................
Source of information:............................. Source of information:...............................
observed? Yes ED No ED observed? Yes ED No ED
reported by: ........................................
observed? Yes ED No ED
reported by: .........................................
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Functional Performance Record: Feeding
70 Feeding
How did s/he manage eating and drinking during the last week?
alone = 1
Codes
completely dependent = 7
with verbal prompts = 3 not applicable = 9
with practical help = 5 unknown = 0
used spoon....................................................................................................................................ED ED ED
used fork....................................................................................................................................... ED ED ED
cut up food with knife................................................................................................................ ED ED ED
Served portion on to plate (from serving dish, for example).................   □ □ □
sliced bread................................................................................................................................... I II II I
Spread bread (with butter, for example)......................... ...................................................................... □ □ □
peeled fruit (orange, banana etc .).................... ......................  ............................................................ □ □ □
removed wrappers (from sweets etc.).............................. ........ ..........................................................□  □  □
drank from cup............................................................................................................................ I II II I
poured cold drinks (from jug, for example).......................... ...............................................................□ □ □
poured hot drinks (from teapot, for example).......................... :..............................................................□ □ □
What feeding procedures applied to him/her during the last week?
applied = 3
Codes
unknown = 0
did not apply = 9
used aids/adaptations (adapted cutlery, fo r  example)......................  ............... . □  □  □
specify................................................................................................ .............................
was spoon fed  ......................................................................... .................................. ED ED ED
was tube fed via nose  ...........................       :...................... □  □  □
was tube fed via mouth  ............................................................................................. I II II I
continued
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Functional Performance Record: Feeding
!■'<■ I f f ( c o n t i n u e d )
What behaviour or other problems did s/he have at meal times in the last week?
not during the last week = 1  
only once = 3
on some but not all days = 5
Codes
at least once a day = 7 
not applicable = 9 
unknown = 0
ate with hands  EH EH EH
spilt food or drink....................................................................?  EH CD EH
picked up and threw food or drink  dH EH EH
spat out food or drink.........................................................................   EH EH EH
took other people’s food      I I II I
took over-large mouthfuls   I I II I
swallowed without chewing         -EH EH EH
had difficulty swallowing  EH EH EH
choked............................................................................................. ;  I II II I
refused to eat or drink...................................... !  EH EH EH
ate/attempted to eat non-edible things   I 11 11 I
First Assessment: Date:............
Source of information:.............
observed? Yes □  No □  
reported by: ........................
Second Assessment: Date:......
Source of information:............
observed? Yes I 1 No □  
reported by: .......................
Third Assessment: Date:..........
Source of information:.............
observed? Yes □  No □  
reported by: ........................
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Functional Performance Record: Fits
W h a t fe a tu re s  a r e  r e le v a n t  to  h i s /h e r  e p ile p tic  a tta c k s?
occasional attacks = 3
Codes
not applicable = 9
some but not all attacks = 5 unknown = 0
most /  all attacks = 7
before attacks:
increased irritability................................................................  .  □ □ □
aggression (verbal or physical)................................   □ □ □
feeling unwell..........................................................    □ □ □
a build up of tension.....................................   □ □ □
overbreathing.......................................  □ □ □
warnings /  anticipation of an individual attack:
none (no warning).............................................................................................................................................................  j ~ j  |~ j  j—-j
a few seconds only.............................................................................................................................................................  j— j j—-j j—-j
several minutes..................................................................................................................................................................... j— j j— j j— j
hours or longer....................................................................................................................................................................  j——j j— | j— |
warnings /  anticipation of a group, cluster or period of attacks:
none (no warning)............................     -      □  □  □
several minutes..................................................................................................................................................................... j— j j— | j— j
hours or longer....................................................................................................................................................................  j—-j j— j j—-j
after attacks:
increased irritability................................................   :....................................................................................■ ■ □ □ □
aggression (verbal or physical)  ................................................................................   :.□ □ □
being calmer.........................................  ...............................................................................................................................•: □  □  □
being confused  ........................................................................................................................................................ j— j j— | j— j
feeling unwell ' j— j j— j j— j
W h a t in f lu e n c e s  th e  f r e q u e n c y  o f  h i s /h e r  e p ile p tic  a tta c k s?
Codes
decreases frequency = 1 
makes no difference = 3 
increases frequency = 5
not applicable = 9 
unknown = 0
a w a k e / a s le e p /
most recent medication variation b y  day at night
change of drugs  .....................   □ □ □
increase daily dosage ................   □ □ □
decrease daily dosage    □ □ □
regularising interval between medications.......................   □ □ □
reduction of tension...............         :............ □  □  □
use
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Functional Performance Record: Fits
H o w  h a s  e p ile p s y  a ffe c te d  h i s / h e r  life  in  th e  la s t  m o n th ?
Codes
made no difference = 1 
made life a bit more difficult = 3 
made life a lot more difficult = 5
made life impossible/activity not possible = 7 
not applicable = 9 
unknown = 0
ationships with:
people s/he lives with..................................   □ □ □
relatives (not lived with)....................................    □ □ □
friends/acquaintances..................................  □ □ □
people at work.....................................  □ □ □
people giving services (shopkeepers, busdrivers etc.).................    . . □ □ □
strangers/passers by....................................   □ □ □
H o w  h a s  e p ile p s y  a ffe c te d  h i s / h e r  life  in  th e  la s t  m o n th ?
Codes
made no difference = 1 
made life a bit more difficult = 3 
made life a lot more difficult = 5
made life impossible/activity not possible = 7 
not applicable = 9 
unknown = 0
:tivities:
school /  education..................  ................................ .......................... .................................................. .................. □  □  □
work /  employment....................................   □ □ □
using public places: n n ntheatre /  cinema............................................................................................... ..................................................  1— 1 1— 1 1— 1
pubs /  restaurants  .........................    □ □ □
looking after children...................................   □ □ □
running the home.............................       □ □ □
driving vehicles......................................  •......................................................     □  □  □
I n  r e la tio n  to  p a r t ic u la r  f i ts  o r  fa in ts , w a s  s u p e rv is io n  re q u ire d ?
Codes
yes = 3 
no = 5
not applicable = 9 
unknown = 0
>efore incident..................... ................  ........................................................................................................................ □ □ □
luring incident....................................... ....................... ................................................ ...............................................□  □  □
ifter incident...................................... ...........................................................................................................................□  □  □
First Assessment: Date:............................ Second Assessment: Date:...................... Third Assessment: Date:...........................
Source of information:.............................. Source of information:............................. Source of information1 . ..............
observed? Yes EH No EH 
reported by: .........................................
observed? Yes EH No EH
reported by: ........................................
observed? Yes EH No EH
reported by: ........................................
All righto reserved. No part of this publication may be reproduced, stored in a retrieval system, or transmitted in any form or by any means, electronic, mechanical photoco­
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Functional Performance Record: Hearing
90 Hearing
What hearing difficulties did s/he have during the last week?
no difficulty observed = 1 
difficulty varying from day to day = 3 
difficulty part of each day = 5
Codes
difficulty all the time = 7 
not applicable = 9 
unknown = 0
in places with little background noise: with without
(in place of residence, for example) U se  b o th  c o lu m n s  aids aids
responding when called by name........... ......................................... □ □ □ □  □ □
following one-to-one conversations....... ......:........ ......................  □  □  □ □  □ □
following conversation in a group......... .........................................  □ □ □ □  □ □
following conversation over the ’phone .........................................  □ □ □ □  □ □
following the radio/tele vision............... .................. : ................. □  □  □ □  □ □
in places with background noise:
(in shops, in railway stations, on buses, etc.)
responding when called by name........... ..........................................□ □ □ □  □ □
following one-to-one conversations ......................................... □ □ □ □  □ □
responding to:
telephone bells............................. ............. ........................................ □ □ □ □  □ □
doorbells/knockers................. .................. ........................................ □ □ □ □  □ □
close-down signal on television.............. ........................................ □ □ □ □  □ □
the noise of moving vehicles.................. □ □ □ □  □ □
car horns...................................... ............. □  □ □
fire alarms................................................. □ □ □ □  □ □
W hat issues related to hearing applied to  him /her in the last w eek?
Codes
applied = 3 unknown = 0
did not apply = 9
reported having difficulty:
hearing with right ear.............................. ........................................................□ □ □
hearing with left ear................................ ............................................................. □ □ □
locating the direction of sound.............. ............................................................. □ □ □
closely watched face of those speaking.......... ........................................................□  □  □
owns hearing aid............................................... ..............................................................□ □ □
kept aid accessible and in working order...... ........................................................□ □ □
continued
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Functional Performance Record: Hearing
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How proficiently does s/he use sign language and/or lip reading?
Codes
consistently proficient/fluent = 1 not applicable = 9
variable proficiency (from day to day) = 3 unknown = 0
consistent limited proficiency = 5
when approached 
Use both columns spontaneously by others
in expressing self to:
other signers................................................................................. CD CD CD
specify which system..........................................................
non-signers (using alphabet chart)....................... ....................................................  □ □ □
in understanding others:
who use signs........................ .......................................................  □ □ □
by lip reading...............................................................................  Q  Q  I I
□ □□
□ □□
□ □□ □ □□
First Assessment: Date:............
Source of information:.............
observed? Yes EH No □  
reported by: ........................
Second Assessment: Date:......
Source of information:........... .
observed? Yes ED No □  
reported by: ....................... .
Third Assessment: Date:..........
Source of information:............
observed? Yes □  No □  
reported by: ........................
A l l  r ig h ts  r e s e r v e d . N o  p a r t  o f  th is  p u b l i c a t i o n  m a y  b e  r e p r o d u c e d ,  s t o r e d  in  a  r e t r i e v a l  s y s t e m ,  o r  t r a n s m i t t e d  in  a n y  f o r m  o r  b y  a n y  m e a n s , e l e c t r o n ic ,  m e c h a n ic a l  
p h o t o c o p y in g ,  r e c o r d in g , o r  o th e r w is e ,  e v e n  w i t h i n  t h e  t e r m s  o f  a  P h o t o c o p y in g  L ic e n c e ,  w i t h o u t  th e  p r io r  p e r m is s io n  o f  th e  p u b l i s h e r s .
Functional Performance Record: Incontinence
100 Incontinence
How often and with what supervision was s/he incontinent during the last week?
not during the last week = 1
Codes
at least once a day/night = 7
only once = 3 not applicable = 9
on some but not all days/nights = 5 unknown = 0
Use both columns wet soiled
Incontinent by day:
when unsupervised ................................................EH EH 0  EH EH EH
when reminded to go to toilet (alone)...............................................................EH EH EH EH EH EH
when taken to toilet and prompted verbally................................................... EH EH EH EH EH EH
when taken to toilet and helped physically.............................. .'...................... EH EH EH EH EH EH
Incontinent by night: EH EH EH EH EH EH
when unsupervised....................... ...............     ............................EH EH EH EH EH EH
when reminded to go to toilet (alone)...............................................................EH EH EH EH EH EH
when taken to toilet and prompted verbally .................................................EH EH EH EH EH EH
when taken to toilet and helped physically......................................;............. EH EH EH EH EH EH
How did s/he react to being incontinent during the last week?
 ^ -Codes
not during the last week = 1 at least once a day = 7
only once = 3 not applicable = 9
on some but not all days = 5 unknown = 0
attempted to hide the problem..................................................................................... .................. EH EH EH
claimed it was an accident  ................................................................................................EH EH EH
avoided contact with others.............................................. ......................................... .....................EH EH EH
got upset.........................................  .......................................................... ........................................... □ □ □
seemed unaware........................ ............ ............................................................................................. EH EH EH
seemed to be resigned to the problem......................................................... ................................. EH EH EH
unaccepting of aids/adaptations...  ...................................... ..............................................EH EH EH
excessively reduced fluid intake ...............................................................................................EH EH EH
con tinued
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Functional Performance Record: Incontinence
What did s/he do to control incontinence during the last week?
alone = 1
Codes
incapable of managing = 7
with verbal prompts = 3 not applicable = 9
with practical help = 5 unknown = 0
recorded pattern of incontinence....
regulated fluid intake........................
regulated diet......................................
toileted at regular intervals by day- 
toileted at regular intervals by night 
expressed bladder (before it  emptied itself)
used suppositories..............................
manually evacuated bowel................
inserted urethral catheter.................
fitted/used condom drainage............
coped with leakages (when catheterized)...
used incontinence pads.....................
used bell and pad (at night)...................
First Assessment: Date:.............................. Second Assessment: Date:....................... Third Assessment: Date:............................
Source o f information:............................... Source o f information:.............................. Source o f information' ...........................
observed? Yes ED No ED
reported by: ...........................................
observed? Yes ED No ED
reported by: ..........................................
observed? Yes CD N o EH 
reported by: ..........................................
A ll rights reserved. No part o f this publication may be reproduced, stored in a retrieval system, or transmitted in any form or by any means, electronic, mechanical
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□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□
Functional Performance Record: Memory
110 Memory
How reliable was his/her memory for recent events during the last week?
reliable on all days = 1 
reliable on some days = 3 
unreliable = 5
Codes
not applicable = 9 
unknown = 0 •
w i t h o u t w i t h
U se  b o th  c o lu m n s p r o m p ts p r o m p t s
n a m e s  o f  p e o p le .................................... ........................ □ □□ □ □□
n a m e s  o f  p la c e s .............................................................. □ □□ □ □□
w h e r e  t h in g s  a re  (for example, objects, facilities)..... □ □□ □ □□
r o u t in e s  (for example, taking tablets, toileting)............. □ □□ □ □□
re g u la r  a c t iv i t i e s  (for example, attendance at classes, meetings, performance o f domestic tasks) .... □ □□ □ □□
First Assessment: Date:......;...................... Second Assessment: D ate:........................ Third Assessment: Date:.......
Source o f information:............................... Source o f information:............................... Source o f information:..........
observed? Yes CD No CD 
reported b y : ...........................................
observed? Yes CD No CD
reported by: ..........................................
observed? Yes CD No CD
reported by: .....................
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'Functional Performance Record: Mobility
120 Mobility
H o w  m obile  w as s /h e  during th e  last w eek ?
Codes
alone = 1 completely dependent = 7
with practical help = 5 unknown = 0
:urning in bed...................................................... □  □ □
dtting from lying................................................ ..□ □ □
standing from sitting......................................... .. □ □ □
U se b o th  co lu m n s on foot in wheelchair
Distances:
less than 10 metres on even surface..... . □ □ □ □  □ □
10 metres or more on even surface...... . □  □ □
less than 10 metres on uneven surface.. □  □ □
10 metres or more on uneven surface.... □ □□
up kerbs................................................................ □ □□
down kerbs........................................................... □  □ □
up slopes............................................................... □  □ □
down slopes......................................................... □  □ □
transfers to and
from wheelchair
getting in and out of chair...... ......................... □  □ □
getting in and out of b ed .................................. □  □ □
getting in and out of bath.................. .............. □  □ □
getting in and out of vehicles.......................... □  □ □
getting on and off to ilet.................................... □  □ □
getting up (if s/he fell)....................................... □  □ □
going upstairs.......................................................
going downstairs.................................................
H o w  m uch did s /h e  u se  stairs during th e  last w e e k ? ................... ...□□□
Codes
more than once a day = 1 not applicable = 9
once a day or less = 3 unknown = 0
con tinued
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Functional Performance Record: M obility
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What aids to mobility did s/he use during the last week?
used = 3
Codes
unknown = 0
not used = 9
walking aids (such as frame, stick(s), crutches)................................ ..........................................................................................□ □ □
specify........................................................................................................................................................
banister(s) or rail(s) for stairs........................................................................................................... ED EU EH
sliding board (for wheelchair transfers)......................................................................................... I II II I
hoist/ambilift to get in and out of bed...........................................................................................I II II I
hoist/ambilift to get in and out of bath................................................... ....................... ..............I II II I
calipers.................................................................................................. .................................................I II II I
motorized/electrically-powered chair..............................................................................................I II II I
First Assessment: D ate:............................. Second Assessment: D ate:....................... Third Assessment: Date:............................
Source o f information:........ Source o f information:........................... Source o f information:................................
observed? Yes EH No CD 
reported by: .......................
observed? Yes EH N o CD 
reported by: ..........................................
observed? Yes EH N o EZH 
reported by: ..........................................
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130 Motor Coordination and Loss of Balance
Which aspects of his/her movement were disturbed during the last week?
Codes
no disturbance = 1 not applicable = 9
slight disturbance = 3 
marked disturbance = 5
unknown = 0
walking (disturbance of gait)...................................................................................................... CD CD CD
picking up objects........................................................................................................................CD CD CD
using objects................................................................................................................................. CD CD CD
facial expresions...........................................................................................................................CD CD CD
speech............................ ...............................................................................................................CD CD CD
How often did s/he have disturbances of movement or balance in the last week?
Codes
not during the last week = 1 at least once a day = 7
only once = 3 not applicable = 9
on some but not all days = 5 unknown = 0
tremor/tics/spasms/jerks in:
the arm(s)....................................................................................... ..................................... CD CD CD
the leg(s)............................................................................................................................... CD CD CD
the head and neck.................................................... .......................................................... CD CD CD
the face...................................................................................................... :.........................  CD CD CD
the tongue............................................................................... ................................ ............ I II I CD
loss of balance:
sitting..............................      □ □ □
standing..................................... ...........................................................................................CD CD [HI
walking...........................................................    □ □ □
initiating movement (for example, standing from  sitting, getting out o f  bed)................  □ □ □
First Assessment: Date:.............................. Second Assessment: D ate:....................... Third Assessment: Date:............................
Source o f information:............................... Source o f  information:.............................. Source o f information:...................... ........
observed? Yes CD No CD observed? Yes CD No CD observed? Yes CD No CD
reported by: ........................................... reported by: ......................................... reported by: ................................... ......
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functional Performance Record: Movement o f  Limbs and Trunk
140 Movement of Limbs and Trunk
What functional/useful movement does s/he have?
Codes
no loss of function = 1 not applicable = 9
partial loss of function = 3 unknown = 0
complete loss of function = 5
head and neck...............................................................................................................  EH EH EH
trunk...............................................................................................................................  □ □ □
Use both columns left
thumb/fingers ........................................................................................................  EH EH EH
wrist................................................................................................................................ EH EH EH
elbow ..............................................................................................................................  □ □ □
shoulder................................................................................................ ......................... EH EH EH
hip . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . EH EH EH
knee....................................................................................................................... ......... I II II I
ankle......................................... ......................................................................................  I II II I
toes................................................................................................................... ..............  I II II I
□ □□ 
□  □ □  
right 
□  □ □  
□  □ □  
□  □ □  
□  □ □  
□  □ □  
□  □ □  
□  □ □  
□ □□
First Assessment: Date:.............................. Second Assessment: Date:......................... Third Assessment: D ate:............................
Source o f information:.............................. Source o f information:................................ Source of information:................................
observed? Yes EH No EH observed? Yes EH No EH observed? Yes EH No EH
reported by: ......................................... reported by: .......................................... reported by: ............................................
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Functional Performance Record: Number Skills
150 Number Skills
What number skills does s/he have?
with ease = 1 
with difficulty = 3 
not at all = 5
Codes
not applicable 
unknown = 0
= 9
telling the time (from a clock with hands)......................................................... ........................................□ □ □
counting (for example, the number of items in a display up to 20)............................. ........................................□ □ □
knowledge of coin values (giving coins to any Specified value [up to £1.00])........ ............... ....................... □  □  □
working out change from £1.00... ......... ..............................□  □  □
working out change from £5.00... ....................................... □ □ □
interpreting scales of measurement:
length -  from a ruler.......... ........ ;. . . . . . . . . . . □  □  □
weight -  from kitchen scales........................................................ ........ .. . . . . . . . . . . □ □ □
volume -  from a measuring jug..................................................... ............... . □  □  □
performing simple arithmetic:
addition............... .................... ... .. . . . . . . . . . . . . . . . □ □ □
subtraction.............................. .... .. . . . . . . ;. . . . . . . □ □ □
multiplication......................... .................□ □ □
division....................................
*
.................□ □ □
First Assessment’ Date’.. ................... Second Assessment: D ate:....................... Third Assessment: Date:............................
Source o f information’............................... Source o f information:..................... ;........ Source o f information:...............................
observed? Yes O  No CH observed? Yes O  No CD observed? Yes O  N o O
reported b y  .......................................... reported by: .......................................... reported by: ...........................................
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Functional Performance Record: Personal Hygiene
160 Personal Hygiene
Was s/he able to manage personal hygiene during the last week?
alone = 1
Codes
completely dependent = 7
with verbal prompts = 3 not applicable = 9
with some practical help = 5 unknown = 0
running water of suitable temperature,
washing hands...........................................
washing face  .........................................
washing body.............................................
washing hair...............................................
□ □□
U se b o th  co lu m n s  washing drying
□ □□ 
□ □□ 
□ □□ 
□ □□
□ □□ 
□ □□ 
□ □□ 
□ □□
bathing.........................................................................................................................................^  Ed CD
showering .......................................................... ......................................................... CD CD CD
cleaning teeth/dentures..................... ........................................................................................  CD CD CD
brushing/combing hair................................ ...............................................................................□ □ □
cutting fingernails............................................................ .................     □ □ □
cutting toenails........................................................................................................................... CD CD CD
wet shave............................................................................................................................... ......□  □  □
shaving with electric razor.............................................. ..........................................................CD CD CD
appropriate use of sanitary protection ................ ......... ......  ......................................□ □ □
appropriate disposal of sanitary protection........................................... .............................. . CD CD CD
appropriate application of make-up......................................................................................... CD CD CD
appropriate removal of make-up...............................................................................................CD CD CD
knowing when to wear clean clothes (for example, changing underwear) .................. :.................. □ □ □
First Assessment: Date:............
Source o f information:..............
observed? Yes CD No CD
reported by: .........................
Second Assessment: D ate:.......
Source o f information:..............
observed? Yes ED No □  
reported by: ......... ................
Third Assessment: Date:...........
Source of information:.............
observed? Yes ED N o 1 □  
reported by: .........................
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Functional Performance Record: Personal Safety
170 Personal Safety
W h a t help  is n eed ed  to  ensure that s /h e  d oes th ings safely?
-
Codes
no help needed = 1 completely dependent = 7
verbal prompts = 3 not applicable = 9
practical help = 5 unknown = 0
turning on/lighting stove......................................................
using stove (to cook)...............................................................
turning stove off...................................................................... .□□□
specify type of stove.....................................................
turning kettle o n ..................................................................... □ □□
turning kettle off..................................................................... □ □□
using matches/lighter.............................................................. □ □□
putting cigarettes out appropriately................................... □ □□
turning heater o n ..................................................................... □ □□
turning heater off.................................................................... .□□□
taking prescribed medication by mouth............................ .□□□
injecting insulin (diabetics)...................................... ................. .□□□
using suppositories................................................................ .□□□
storing medicines (or other poisons).................................. .□□□
using sharp implements (knives, scissors, needles)....................... .□□□
extinguishing a fire (chip pan, for example)................................. .□□□
using iron................................................................................. .□ □ □
turning iron o ff....................................................................... .□□□
reaching to high places (for stored items, to clean, for example).... ....□□□
running/using hot water (avoiding scalding)............................. ....□□□
going on/using public highway:
as pedestrian or in wheelchair...................................
as driver.......................................................................... □ □□
continued
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Functional Performance Record: Personal Safety
U O  oSiety (continued)
What help is needed to ensure that s/he does things appropriately?
Codes
no help needed = 1 completely dependent = 7
verbal prompts = 3 not applicable = 9
practical help = 5 unknown = 0
disposing of refuse.................................................................................................................................EH EH EH
applying first aid (for minor cuts, bums, etc.)...........................   ,...............   □ □ □
changing electric plugs............................................... ........................................................................ EH EH EH
changing light bulbs..............................................................................................................................EH EH d )
changing fuses.....................................   □ □ □
using public telephone.................... .................................... ..................... ......................................... EH EH Id!
using private telephone.................................................   E H E H d l
in emergencies:
raising alarm...........................   :............................. ...............................□  □  □
summoning help from
emergency services (fire, police, ambulance).......................    □ □ □
G P.............................. .................................................................................................. □  □  □
social services................. ...............  .......................... ........................................................□  □  □
relatives............................ ...................................................................................................□  □  □
neighbours................................................................... ...................................................... I—11—11—I
turning off
gas mains......................         ;......................  □ □ □
water mains.............................. .    .□□□
electricity mains...............................    □ □ □
First Assessment: Date:.............................. Second Assessment: Date:......................... Third Assessment: D ate:............................
Source o f information:.............................. Source o f information:............................... Source o f information:................................
observed? Yes EH No EH observed? Yes EH No EH observed? Yes EH No EH
reported by: ......................................... reported by: .......................................... reported by: ............................................
A l l  rights reserved. N o  part o f  this publication m ay be reproduced, stored in  a retrieval system , or transm itted in  any fo rm  o r  by any means, electronic, m echanical
photocopying, recording, or otherwise, even w ith in  th e  terms o f  a  Photocopying Licence, w ith o u t the prior perm ission o f  the publishers. '
Published b y  The N F E R -N E L S O N  Publishing Com pany L td ., Darville H ouse, 2  O xford  R o a d  East, W indsor, Berkshire SL 4  ID F.
Functional Performance Record: Reading Skills
180 Reading Skills
Which categories of written material is s/he able to read and understand?
Codes
with ease = 1 
with difficulty = 3 
not at all = 5
not applicable = 9 
unknown = 0
general key words (for example, ‘exit’, ‘ladies’, \gentlemen’) ........................  :................... □ □ □
names of services (for example, ‘telephone’, ‘police’, ‘post office’) ...................  ......................... ..................................... □ □ □
Specific/local key words (such as place names on buses, names o f  shops)................. ........ ...........................................□  □  □
instructions/warnings (on medicine bottles, fire precautions and so o n ) ........   □ □ □
articles in popular magazines/newspapers........................  ..... .......................................................□  □  □
pamphlets/leaflets (on Social Security benefits, rate rebates, health education). . . . . . . . . . . . . . . . . . . . . . . . .  ED ED I— I
legal documents (such as hire purchase agreements, insurance policies, guarantees). . . . . . . . . . . . . . . . . . . . . .  ED ED I— I
What kind of print can s/he read?
(up to the limit of his/her literary skills)
with ease = 1
Codes
not applicable = 9
with difficulty = 3 unknown = 0
not at all = 5
symbols (for example, Blissymbols).
normal size print...................
large size print.......................
Braille............................... .......
□ □□ 
□ □□ 
□ □□ 
□ □□
First Assessment: Date:.............
Source of information:..............
observed? Yes ED No ED
reported by: .........................
Second Assessment: D ate:.......
Source o f information:..............
observed? Yes EH No □  
reported by: .........................
Third Assessment: Date:..;.......
Source of information:.............
observed? Yes EH N o EH
reported by: .........................
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Functional Performance Record: Social Behaviour
190 Social Behaviour
How well did s/he relate to others during the last week?
Codes
actively welcomed contact = 1 rejected contact = 7
contact for specific purposes only not applicable = 9
(e.g. asking for money) = 3 unknown = 0
accepted but did not seek contact = 5
in the unit in the
U se b o th  c o lu m n s (ward/hostel/centre) community
male relatives.................................................................................................... □ □□ □ □□
male friends....................................................................................................... □ □□ □ □□
male staff........................................................................................................... □ □□ □ □□
male residents/clients.......................... ................................... ............... ........ □ □□ □ □□
males with passing involvement (for example, visitors, voluntary workers).......... □ □□ □ □□
female relatives................................................................................................ □ □□ □ □□
female friends................................................................................................... □ □□ □ □□
female staff........................................................................................................ □ □□ □ □□
female residents/clients.................................................................................. □ □□ □ □□
females with passing involvement (for example, visitors, tradespeople)............. □ □□ □ □□
How was s/he received by other people during the last week?
Codes
sought after by others = 1 not applicable = 9
accepted/tolerated by others = 3 unknown = 0
rejected/excluded by others = 5
in the unit in the
Use both columns (ward/hostel/centre) community
male relatives............................................................................................... □  □ □ □  □ □
male friends... ............................................................................................. □  □ □ □  □ □
male staff................................................................................................ ..... □  □ □ □  □ □
male residents/clients................................................................................. □  □ □ □  □ □
males with passing involvement (for example, visitors, voluntary workers)............. □  □ □ □  □ □
female relatives........................................................................................... □  □ □ □  □ □
female friends.............................................................................................. □  □ □ □  □ □
female staff.................................................................................................. □  □ □ □  □ □
female residents/clients............................................................................. □  □ □ □  □ □
females with passing involvement (for example, visitors, tradespeople).................. □  □ □ □  □ □
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Functional Performance Record: Social Behaviour
jl. A  wi'- h JL^ L^  %-sV„ 1^1
What did s/he do that made it difficult to get on with others in the last week?
Codes
not during the last week = 1 not applicable = 9
on some occasions = 3 unknown = 0
on all/most occasions = 5
avoided/used too little eye contact................................................................................................. EH EH EH
used too much eye contact/stared....................................................................................................I II II I
facial expressions:
used too little/unexpressive.....................................................................................................EH EH EH
used too much/exaggerated....................................................................................................  EH EH EH
stood/moved too close to others................ ....................................................................................  EH I II I
stood/moved too far away from others....................................................................................... I II II I
physical contact/touch overused................................ ..................................................................... I II II I
made exaggerated gestures/gesticulations..................................................................................... I II II I
persistently interrupted other people’s:
conversations...................................     □ □ □
activities...................   :........,.....................................................  □  □  □
constantly fidgeting (for example, mannerisms, picking).............         □ □ □
constantly changed subject when speaking...................................................................................EH EH EH
kept asking unimportant questions................................ ............................... ................................ EH EH EH
quickly got upset (emotional lability).................................. ...... ........................... ........................ EH EH EH
made repetitive complaints about others.................................................... ...... ............................I II II I
made repetitive complaints about self............................................................................................EH EH EH
constantly sought reassurance...........................................................................................................EH EH EH
began and ended relationships too rapidly  .........................................................................EH EH EH
preoccupied with self/own situation  .......................................................................................EH EH EH
First Assessment: Date1 ............................ Second Assessment: D ate:....................... Third Assessment: Date:............................
Source o f information" ........................... Source o f  information:.............................. Source o f information:................................
observed? Yes EH No EH
reported by" ..........................................
observed? Yes EH N o EH
reported by: ..........................................
observed? Yes EH N o EH 
reported by: ...........................................
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Functional Performance Record: Socially Unacceptable Behaviour
200 Socially Unacceptable Behaviour
Please note: there is a separate section on Aggression (see Topic 20)
What inappropriate behaviour has s/he displayed during the last week?
Codes
not during the last week =1 at least once a day = 7 
only once = 3 not applicable = 9 
on some but not all days = 5 unknown = 0
in the unit in the
U s e  b o th  c o lu m n s  (ward/hostel/centre) community
begging/cadging...................................................... ................  □ □ □ □  □ □
claimed/interfered with others’ property............ ................  □ □ □ □  □ □
drug abuse (including glue sniffing)..................... ....... ......... □ □ □ □  □ □
drunkeness.............................................................. ............. □ □ □ □  □ □
made direct unwelcome advances:
verbally.......... ................................................. .... ..... .................. □  □  □ □  □ □
physically........................................................ .......  □ □ □ . □  □ □
sexually............................................................ □ □ □ □  □ □
Self-mutilation (headbanging, wrist slashing, fo r  example)..... □ □ □ □  □ □
shouting/ screaming................................................. □ □ □ □  □ □
smearing (faeces, vomit, fo r example)........................................... □  □ □ □  □ □
stripping off clothes............................................... □ □ □ □  □ □
stealing.................................................................... □ □ □ □  □ □
uncooperative:
needed much prompting before complying. ......... .......  □  □  □ □  □ □
refused to comply with requests.................. ................  □ □ □ □  □ □
vomiting at will....................................................... .... ........... □  □  □ □  □ □
wandering off/absconding..................................... □  □  □ □  □ □
other disruptive/unacceptable behaviour............ ......  □ □ □ □  □ □
specify
j
First Assessment: Date:.............................. Second Assessment: D ate:........................ Third Assessment: Date:............................
Source o f information:............................... Source o f information:.............................. Source of information:...............................
observed? Yes EH No EH 
reported by: ...........................................
observed? Yes EH No EH
reported by: ..........................................
observed? Yes EH No EH
reported by: ..........................................
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Functional Performance Record: Speech and Language Production
210 Speech and Language Production _
What problems of speech production did s/he have during the last week?
slight problem = 3
Codes
not applicable = 9
marked problem = 5 unknown = 0
lisp................................................................................................................................................. □ □ □
stammer......................................  ............................................................... ..................................□ □ □
speaking too rapidly.....................................................................................................................I II II I
voice too faint/soft....................................................................................... .............................. I II II I
over loud speech.......................................................................................................................... I II II I
word finding difficulty (dysphasia)............................................................................................I II II I
slurring (dysarthria)................................................................................................................ .....I II II I
other articulatory difficulties................... ..................................................................................| 11 11 |
With whom did s/he communicate during the last week?
sentences = 1
Codes
no communication = 7
single words only = 3 not applicable = 9
gesture/eye movement but no speech = 5 unknown = 0
when approached
Use both columns spontaneously by others
male relatives............................................................................................... □ □□ □ □□
male friends......................... ......................................................................... □ □□ □ □□
male staff.......................................................................................................... □ □□ □ □□
male residents/clients...................................................................... □ □□ □ □□
males with passing involvement (for example, visitors, voluntary workers) . . . . □ □□ □ □□
female relatives........................................................................................ □ □□ □ □□
female friends...................................................... □ □□ □ □□
female staff.......................................................... □ □□ □ □□
female residents/clients.................................... □ □□ □ □□
females with passing involvement (for example, visitors, voluntary workers) □ □□ □ □□
continued
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Functional Performance Record: Speech and Language Production
( c o n t i n u e d )
How often was his/her speech meaningless/disordered during the last week?
not during the last week = 1
Codes
at least once a day = 7
only once = 3 not applicable = 9
on some but not all days = 5 unknown = 0
use of made-up words (neologisms)............................................................................................. EH EH CH
rambling/incoherent.......................................................................................................................ED EH EH
expression of bizarre/incorrect ideas (delusions)...........................   □ □ □
preoccupation with particular theme(s) (for example, death, calamity, grandiosity, personal power) ...  □ □ □
Constant repetition (words, phrases, sounds, e tc .) .............................................   □ □ □
Was the meaning of what s/he said understood during the last week?
understood with ease = 1
Codes
not applicable = 9
understood with difficulty = 3 'unknown = 0
could not be understood = 5 -
by those who know him/her......................................................................................................... EZH EH EH
by those who do not know him/her.............................. EH EH EZH
First Assessment: Date:.............................. Second Assessment: D ate:....................... Third Assessment: Date-............
Source o f information:............... ............... Source o f information:.............................. Source o f information- . .
observed? Yes EH No EH
reported by: ..........................................
observed? Yes EH No EH
reported by: ..........................................
observed? Yes CH No EH
reported by: ..
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220 Speech and Language Reception
Did s/he give correct/appropriate responses during the last week? _
Codes
most/all responses appropriate = 1 did not respond 
some responses appropriate = 3 not applicable = 
few/no responses appropriate = 5 unknown = 0
= 7 
9
w i t h  p r o m p t s  w i t h o u t  p r o m p t s
Use both columns
(gestures, no n ­ (no gestures or
verbal cues) cues)
[ n  o n e - t o - o n e  s e t t i n g s ,  t o :
q u e s t i o n s  n e e d i n g  ‘y e s ’ a n s w e r s . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . □ □□ □ □□
q u e s t i o n s  n e e d i n g  ‘n o ’ a n s w e r s .. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . □ □□ □ □□
q u e s t i o n s  n e e d i n g  l o n g e r  a n s w e r s ... . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . □ □□ □ □□
r e q u e s t s  t o  p e r f o r m  s i m p l e  t a s k s  (involving a single action)................. □ □□ □ □□
r e q u e s t s  t o  p e r f o r m  c o m p l e x  t a s k s  (involving several actions)............. □ □□ □ □□
v e r b a l  j o k e s  w h e n  o t h e r s  l a u g h e d  (on TV, for example).. . . . . . . . . . . . . . . . . . . . . □ □□ □ □□
verbal jokes without other’s laughter............................................ □ □□ □ □□
visual humour when others laughed (slapstick, fo r  example).................. □ □□ □ □□
visual humour without other’s laughter............................. .......... □ □□ □ □□
In group settings, to:
questions needing ‘yes’ answers..................................................... □ □□ □ □□
questions needing ‘no’ answers....................................................... □ □□ □ □□
questions needing longer answers.................................................. □ □□ □ □□
requests to perform simple tasks (involving a single action)..................... □ □□ □ □□
requests to perform complex tasks (involving several actions)................. □ □□ □ □□
verbal jokes when others laughed (on TV, fo r  example)............................ □ □□ □ □□
verbal jokes without other’s laughter........................................ .... □ □□ □ □□
visual humour when others laughed (slapstick, fo r  example).................. □ □□ □ □□
visual humour without other’s laughter....... ............................... □ □□ □ □□
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Functional Performance Record: Speech and Language Reception
How well did s/he understand sign language or symbols in the last week?
Codes
complete understanding = 1 not applicable = 9
some/partial understanding = 3 unknown = 0
no understanding = 5
Use both columns 
Signing systems:
Makaton...................................................... ........................................................... EH EC CH
Amerind................................................................... ............................................... CH CH CH
Other systems.......................... .............................................................................  CH CH CH
specify............................................................................................................. [—I CH CH
symbol systems (for example, Blissymbols)  ...........   □ □ □
picture charts............................................. ................................................... ................. CH CH CH
word charts.................................   □□□
from those from 
s/he knew strangers
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□
First Assessment: Date:.............................. Second Assessment: Date:......................... Third Assessment: D ate:............................
Source o f information:.............................. Source o f information:................................ Source o f information:................................
observed? Yes EH No EH observed? Yes EH No EH observed? Yes EH No EH
reported by: ......................................... reported by: .......................................... reported by: ............................................
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Functional Performance Record: Toileting
230 Toileting
Was s/he usually able to get to and use the toilet appropriately in the last week?
alone = 1
Codes
totally dependent = 7
with verbal prompts = 3 not applicable = 9
with practical help = 5 unknown = 0
went to/found toilet...................................................................................................................... I II II I
undid/took down relevant clothing  CH CH CH
got on toilet CH CH CH
cleaned self after using toilet CH CH CH
disposed of toilet paper appropriately CH CH CH
got off toilet     CH CH CH
readjusted clothing  CH CH CH
flushed toilet     CH CH CH
washed hands CH CH CH
What toileting arrangements did s/he use during the last week?
Codes
alone = 1 totally dependent = 7
with verbal prompts = 3 not applicable = 9
with practical help = 5 unknown = 0
bowel
Use both columns action 
normal toilet (or commode)  ................................................ ............ .....................CH CH CH
adapted toilet (for example, with hand rails/on p lin th )................................. .............  ..................................□ □ □
manual evacuation............................................................................................................CH CH CH
passing
water
□ □□
□ □□
What aids/equipment did s/he use during the last week?
Codes
alone = 1 totally dependent = 7
with verbal prompts = 3 not applicable = 9
with practical help = 5 unknown = 0
passing water (catheter, urine bottle)...................     □ □ □
specify...................................................................................................................................
bowel action (enema, ileostomy/colostomy bags)..............................  □ □ □
specify..................................................................................................................................
con tinued
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Functional Performance Record: Toileting
I ! )  11 (c o n tin u e d )
What problems associated with toileting did s/he have during the last week?
Codes
slight problem = 3 not applicable = 9
marked problems = 5 unknown = 0
sudden urgent need to go to toilet.................................................................................................. CD EH EH
frequent need to go to toilet.............................................. ................ .......................................EH EH EH
reported discomfort passing water..................................................................................................EH EH [H
reported discomfort with bowel movements.................................................................................EH EH EH
reported difficulty passing water.......................................................................................................EH EH EH
reported difficulty opening bowels !............................................................... .............. EH EH EH
reluctance to open bowels...............................      □ □ □
First Assessment: Date: Second Assessment: D ate:........................ Third Assessment: Date:.............................
Source o f information’. . Source o f information:.............................. Source o f information:...............................
observed? Yes EH No EH
reported b y : ................
observed? Yes EH No EH
reported by: ..........................................
observed? Yes EH No EH
reported by: ..........................................
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Functional Performance Record: Touch, Temperature and Hypothermia
x
240 Touch, Temperature and Hypothermia
How much touch and temperature sensation does s/he have?
no loss of sensation = 1
Codes
definite loss of sensation = 5
possible loss of sensation = 3 unknown = 0
U se b o th  co lu m n s  touch temperature
hands/fingers   I II II I
toes/feet............................................................................................................................. I II II I
body.................................................................................................................................... I II II I
□ □□ 
□ □□ 
□ □□
Do special factors predispose him/her to hypothermia?
yes = 3
Codes
unknown = 0
no/not applicable = 9
previous occurrence(s) of hypothermia, 
low basal metabolic rate due to:
poor general health..........................
lack of mobility.................................
self-neglect........................................
side effects of medication..............
specific illness/lesion.......................
□ □□
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□
First Assessment' Date' . .... Second Assessment: D ate:........................ Third Assessment: Date:.............................
Source o f information' Source o f  information:.............................. Source o f information:...............................
observed? Yes CD No CD 
reported by-
observed? Yes CD No CD
reported by: ..........................................
observed? Yes CD No CD
reported by: ...........................................
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250 Transportation
What transport is used by him/her?
Codes
alone = 1 unable to use = 7
with verbal prompts = 3 not applicable = 9
with practical help = 5 unknown = 0
getting 
U se  b o th  c o lu m n s  in
getting in and out of:
wheelchair................................................................ ...........................................I II II I
electrically-powered chair..................................................................................I II II I
ambulance with lift........................................................................ ,.................. CD EH CD
ambulance without lift...................................................................................... CD CD EH
minibus................................................................................................................CD CD CD
car, as passenger (including taxis).......................... :............................. ....... . CD CD CD
car, as driver in adapted vehicle.......................................................................CD CD CD
car, as driver in non-adapted vehicle..............................................................CD CD CD
bus.......................................................................................................................  □ □ □
coach..................................................................................... ..............................□  □  □
train.....................................................................................................................CD CD CD
invacar......................................................................................... :......................□  □  □
getting
out
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□
Did an escort travel with him/her during the last week?
Codes
not escorted = 1 not applicable = 9
sometimes escorted = 3 unknown = 0
usually/always escorted = 5
when travelling in:
hospital/local authority transport............................................................................................CD CD CD
public transport.......................................................................................................................... CD CD CD
□ □□private transport.
con tinued
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How did s/he cope with public transport during the last week?
Codes
alone = 1
with verbal prompts = 3 
with practical help = 5
completely dependent = 7 
not applicable = 9 
unknown = 0
Use both columns
*oing to intended bus stop      EZ EZ EZ
waiting for bus  EZ EZI HZ
getting on intended bus........................................   ..... EZ EZ EZ
paying fare.....................   EZ EZ EZ
finding convenient seat................................   EZ EZ EZ
getting off at intended destination.................................................................  EZ EZ EZ
changing buses  ........................................................................................ EZ EZ EZ
asking for information (if needed)................... ............................................... EZ EZ EZ
on familiar on unknown 
routes routes
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□ 
□ □□
Second Assessment: D ate:....................... Third Assessment: Date:............................
Source o f information:.............................. Source o f information:................................
observed? Yes E l  No EZ 
reported by*
observed? Yes EZ N o EZ
reported by: ..........................................
observed? Yes EZ N o EZ
reported by: ..........................................
A l l  rights reserved. N o  part o f  this publication m ay be reproduced, stored in  a retrieval system , or transm itted in  any fo rm  o r  b y  any means, electronic, m echanical
photocopying, recording, o r  otherwise, even w ith in  th e  terms o f  a  Photocopying Licence, w ith o u t the  prior perm ission o f  thepublishers.
Published b y  T he N F E R -N E L S O N  Publishing Com pany L td ., Darville H ouse, 2  O xford  R oad East, W indsor, Berkshire SL 4  ID F.
Functional Performance Record: Vision
260 Vision
What visual difficulties was s/he observed to have during the last week?
Codes
no difficulty observed = 1 difficulty at all times = 7
difficulty varying from day to day = 3 not applicable = 9
difficulty part of each day = 5 unknown = 0
with without ■
U se b o th  c o lu m n s  aids aids
recognition of near objects {board games, numbers on a telephone dial)  ...............  □ □ □ □ □ □
recognition of distant objects (telling time from a wall clock)............   □ □ □ □ □ □
missing/ignoring things (bumping into things, stumbling on steps)  ................................ □ □ □ □ □ □
manoeuvering safely (without undue clumsiness):
indoors in familiar places......................................................................................CH EH EH EH EH EH
indoors in unfamiliar places................................................................................. EH EH EH EH Eli EH
outdoors in familiar places......................   :.........................................□ □ □ □ □ □
. outdoors in unfamiliar places................................................................................EH EH EH EH EH EH
discomfort in bright light (sits with back to light).................  ............................................□
discomfort in dim light................................:................................................................. EH EH EH EH EH EH
judging distance/position of objects....................................... .... ............................... EH EH EH EH EH EH
screwing up eyes when looking at things...................................................................EH EH EH EH EH EH
looking OUt of Corner of eyes (by turning head).................   □ □ □ □ □ □
bringing things close to eyes.........................    □ □ □ □ □ □
held things away from eyes (at arm’s length)................. □ □ □ □ □ □
j
read -  to the limit of his/her literary skills:
normal size print  ....................................................................................... EH EH EH EH EH EH
enlarged print............................................... .........................................................  EH EH EH EH EH EH
continued
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What issues relating to vision applied to him/her in the last week?
Codes
applied = 3 unknown = 0
did not apply = 9
ad limited/no vision in left eye...........................   :.................................. □ □ □
iad limited/no vision in right eye CH EH CHnnntad glasses.....................................................................................................................................1—11—11—1nnniad contact lenses.......................................................................................................................  1—11—11—1
[lasses (contact lenses):
worn regularly....................................................................................................................  EH EH CZH
kept in accessible place................................. ........................................   EH [—1 EH
kept clean...!...............................................................................         ^EH ^El
First Assessment' Date* ................... Second Assessment: D ate:....... :............... Third Assessment: Date:.............................
Source o f information' .......... Source o f information:............................... Source o f information:................................
observed? Yes EH N o EU 
reported by: .......................................
observed? Yes EH N o EH
reported by: ..........................................
observed? Yes EH N o EH
reported by: ..........................................
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270 Writing Skills
What written language produced by him/her can be understood by others?
with ease = 1
Codes
not applicable = 9
with difficulty = 3 unknown = 0
not at all = 5
own name......................................  .......................................................................................................□ □ □
own address.............................................................................................................................. ...........CH CH CHI
simple message/shopping lists...........................................................................................................CH CH CH
personal letters.....................................................................................................................................I II II I
personal details (on job application forms, fo r  example)..........................  ........................................................................... □ □ □
business letters.................................................................................................................. ..................I II II I
What means does s/he normally use to produce written language?
Codes
with ease = 1 not applicable = 9
with difficulty = 3 unknown = 0
pen/pencil.................................................................................................................  CH CH CH
typewriter.....................................   :.....................     □  □  □
Special aids (for example, Cannon Communicator)..............         □  □  □
specify which aids...............................................................................................................
First Assessment: Date:.............................. Second Assessment: D ate:....................... Third Assessment: Date:............................
Source o f information:............................... Source o f information:.............................. Source o f information:..............................
observed? Yes CH No CH observed? Yes CH No CH observed? Yes CH No CH
reported by: ........................................... reported by: .......................................... reported by: ..........................................
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